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Hy name is Paul E. Funk and 1 reside at 1659 3an<j Street , N.W. , Georgetown. 
Ma$h1n9ton, D.C. I ani currently the full-time, paid Executive Vice President 
of the tpilepsy Foundation of America responsible for paid staff and the Imple- 
mentation of directives of the a 11 -volunteer national Board of Directors, all 
of whOM serve without compensatiofi. Wy predecessor in this post was Mr. Joh*) 
West, i#io for many years, w«s treasurer of the District of Col\,^bia. 

At the request of our president, Mr. Paul D. Holland and our Chairman, Dr. A. B. 
Baker, both of whom devote endless hours to this cause, and by designation of 
the Board, I act as chief executive officer and spokesman for the Foundation. 

1 am particularly pleased to appi^ar before this Conmittee in the latter role, 
Mr, Chiiman, not only because EFA Is always happy to have an opportunity to 
lllumiwte the many and complex problems involved in the fiiedical and social 
management of the epilepsies (as our letterhead states: **The nwre you know 
about It, the more you want to help") but also because so many of the dis- 
tinguished members of the Committee on Labor and Public Welfare have always 
been extremely helpful to us in many ways over the years as we go about the 
task of interpreting the person with epilepsy and his needs — to the 
society in which he lives. 

Appearing with me today are Thomas M. Ennis, Executive Director, and Leroy 
Smith, Jr., C:ntroller, of the Foundation staff. Statements from both are 
incorporated In this document. Mr. Smith is a Certified Public Accountant and 
nr. Ennis is a Juris Doctor. We are also honored to have with us David D. Daly 
who ISA medical doctor and president of the International League Against Epil- 
epsy, the world-wide organization of professionals in this field. 

I am a buslnessnan. On December 1, 1970, I assumed my present responsibilities 
dt the unanimous request of the Board which was anxious to accelerate the fine 
work already done by the two-year old organization, to tighten certain budgetary 
and a<fciinistrat1ve controls (the Foundation operated at a $396,000 deficit in 
1969) «nd to bring to the voluntary health field the most effective conwunl- 
cations and organizational techniques of American business. 

Among Mny business posts I have held are: Vice President of McCann-Erickson, 
Inc.; President and Chairman of McCann/ITSM, Inc., a company which I helped 
found; Chairman of the Board of what is now Tinker-Oodge-Delano, Inc., and 
i Vice President of the Interpublic Grou» of Companies, Inc., the world's 
largest advertising, publ 1c relations and marketing organization. I have 
frequently served as faculty for seminars conducted by the American Management 
Association. 

My interest in epilepsy and its problems goes back some 12 years. Like Peter 
Falk who testified on February 19, I was originally recruited to the national 
board of a predecessor epilepsy organisation as a volunteer to participate 
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In public tnfomatlon and education ictlvlties and was told this would take 
**about eight hours a year,** Later, I also Joined the Board of the former 
Epilepsy Association of America in order to encourage iwrger between the 
two organizations. 

Since then» I have served In other volunteer positions as Chatrman of the 
Public Relations Conmlttee, Chairman of the Unity (merger) Comlttee, a First 
Vice President, Chainwn of the Program and more recently — as President 
(nt which point the **e1ght hours a year" expanded to as many as 30 hours a 
week]) for two tems. 

I believe that I am reasonably familiar with the history, objectives and needs 
of the epilepsy movement much of which was outlined more than ten years 
ago here in this city at a public meeting at which both I and the distinguished 
ranking minority member of this Committeev Senator (then Representative) 
Robert A, Taft, Jr. and I spoke* 

Background Infonwation 

Because the Foundation is a quasi-public organization, much Information In 
regard to the nature and cost of services provided, inethods of raising fiends, 
management and delivering services is already a matter of public record. Not 
only here In Washington, but also In the several states. Also, much 
Infomatlon has been provided the Subcommittee staff over the past several weeks. 
Staff members have had free and unrestricted access to ^FA financial records 
and files. And you have already expressed appreciation In regard to the 
cooperation extended. So, It Is somewhat difficult to decide what still 
furthiir additional Information would be most valuable to the Subcoomlttee, But 
there are Indeed some things that EFA would like to put on the record. 

Focus of the Hearings and of this Statement 

If I Interpreted correctly the opening statement of the Chairman on February 
4, the purpose of these hearings Is: 

To explore ^whether existing legislation Is adequate to protect 
the interest of the beneficiaries of and contributors to*' the 
organizations being invited to testify "and trying to determine if 
new legislation Is needed," 

The Foundation will address Itself to all three of these points In this 
statement, as well as the specific matters outlined In an April 1 letter from 
the Chairman. 

EFA Has Been Following the Hearings With Interest 

The testimony already on record has served as "thought starters** for our key 
volunteer officers and directors which has resulted In a two-page article 
In the March Issue of EFA's monthly newspaper, NATIONAL SPOKESMAN, entitled 
"looking at Voluntaries: What They Are, What They Oo, and What Their Futures 
May Be, with Special Emphasis on EFA." It addresses Itself to several basic 
considerations Involved In evaluating the place of voluntary health agencies 
in our society some of which will be developed at greater length In this 
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tUtftment *nd wamnts your careful review, I vould request that it be 
Included in the permanent records of these hearings, 

*1fOM Have to Look at the Cause Itself^ ' 

This cument hjr Mrs, ElVen R, Grass* Senior Vice r>res1de«t of tFA and 
Prtsldent for the Intemttional Bureau for Eptlep&y, emphasises an 
llRportant point. 

So» too, does the comnent by Dr> David D. Daly. Chairman-elect of EFAVs 
National Professional Advisory Board, who is here with us today, that 

Program must be r elevant to trm^i jorder > So, too, does the comment by 
Gene Pul n imTTFA J)i rec lor and Chairman of the fund Raising Committee, that 

the harder It is to raise money, the more it costs you've got to realise 
the influence that stigma has on fund raising. People avoid our cause as 
they seek to avoid those who hive the condition," 

It was these — and other considerations, we believe that ^.rthur Jack Grimes, 
Director for Hembership of the National Health Council — of whicn EFA is a 
member had in mind when he testified "If it were possible to prescribe a 
liOSlS^^y"-— comparison, or method of calculating a fund raising cost 
ratio that would be applicable uniformly, such effort would be most u'^fuK 
Facts do not appear, however, to justify expectation that this can ^ ne.,." 

In short, the history and experiences of the Foundation can be ut11i/,;o by 
the Subcommittee for translation into meaningful legislation beneficial to 
our society. But first. It Is perhaps necessary that wc discuss: the epilepsies. 
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the i»voijrum ^nd long range pldnhino coHiiUUieo) 

Mv MdiiK? i& I>.ivid IK Ovily* 1 i\nj Pmfrswr of timirolo^iv at the University 
of Te».a>, JouUroi'Sti rn :\d1ta1 ^dtriul i« O.'ilU^. ] rL>cciV(\i iho Uoctor 
e>f ncdKim? umi liovtor of l^hUoiopa^' tipqrrc^ at linlvoi^ity of Minnc- 
60t^J. Ovvr l^u» yccir% ?y ,n^joi* professional intcri:4t hci^i been In the prob- 
l^>i4S^ijf rpMc^*>^ \vhich 1 Kwe J>ursyod both i prtja Icing physid^-^ri t)t 
the* i^vvo CI inu I >»n'Vl ai'. in the ^ca\Je.*^'i<: envi)Uif>?nt oi a inodical school. 
J h«vi* hi-t-n a sciwtilic consuVtcnt to thi? KvUion^jl Invtitulc of 

Noun»iuino1 DistMsos a?iU Stroke ^nd was a im-uher of the Secretary of Health, 
Iducation and Kcltari^S ^dtiondl Mvisory Cnrnntti^e on the tpllepslcs. 
Currently I am thair;nan-nect of the l-rote^slonul AdvHorv liourd of the 
rp11<>r,y fouhiljiion of A:;.*rica mvJ Prr^»iAlmn of the International League 
AGain,st tinlcpv. a worlu-viido u4iM'jtion of prnfcv*i1o":*l iociotier. con- 
cerned vvUh thi'; pri^^lori. My te^>l1iwy before this cormiitee con$ic)ci'^ the 
n-diuns wiv epilorsy u, and snouM be, regarded a^ ^ natlohal health problem. 

1 believe an pvr^^lipnt surr.iary of tho probleni woi that presented to the 
Senate on U-.y^ A^u" V) , l^y^, when the dUti»,quv,hcU U^r.^iicr f\%l\ CtUrado 

whom wo jri hmmrcd to count ariono the Honorary Directors of tt^e lounda- 
t)uM — intr, J^,,d Senate Joint Up5.o]utiwn 173 caHmn for a f^atioiici Coi> 
mtsslon f<»r ti»e Control of Ipilepsy t»nd Us Coii<.uui;MiCCb, That iwaiurc is 
presently in Un^ C(;:'.nittoc on lal^or and Public i'eUare, 

Scniitoi Doui:;;cK pjlntcd out ihen t)»at; 

•Tpiler-'y &trn,ei all aae qrours, but particularly the yOung. 
for exaiLple, nore th^n 670,000 elenientary school children and 
more than 300,000 secondary pupHs^ are afflicted wUh epilepsy. 
If left untreated, it creates severe learning} barriers, deters 
social development, and prevents its victi.n.4 from achieving self- 
sufficiency. With proper treatment, epilepsy can usually be con- 
trolled tinj its victlins can live productive lives providing 
they are aitiung the lucky ones wUh access to adequate treatment 
and the resources to pay for it, 

*'0ne of the most difficult barriers to adequate treatment of 
epilepsy victim and one of the nost challanging problems 
facing the row National Conmis-vion for the Control of Epilepsy 
and its Coir^ev^uvnces is public ignorance about this widely 
misunderstood disorder/' 

lie urged that the nation '^begin to focus more national attention and resources 
on the problem" and called frr a National Plan to be developed. 

May J begin by dtipMfying on some of the nuniJ)ers which Senator Dominick 
referred to. 
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the P^^ofcssional Ad'Uory Baard of t1i*» Ipilcpsy foyndation of AiuoiMca has 
good tHf«iiOi^$ to bi^llovc VM db\)iJt four volHon people in the United States 
(dbOut two percent of the population) have cpik'p^y In ionxj form, with the 
majority of Ciii<»$ bcgvnninii in the fir«^t two dccaUci of life. That comes 
to a larger patU^ni poi^iilation at any ono tlnie than tho&a suffering from 
cancer^, tubt»rcu1oi>i&, cerebral palsy, timsrular dyslror^ and multiple sclerosis 

1 indicated that this is what the Board br»11eves to ho a reasonibVo ostimiite. 
No national survv*y on the inc1d4*nce and prevaliMicc of this widespread 

disorder has over hoi^n done» and tlierc is viide disao^'eement among professional • 
blovtatu iisns on wiat would be a proper movhoduioyy to undertake one, 

A major obsuci^? is the difficulty of counting heads when the disorder In 

question can br hidden from view and carries onp of the most virulent stiQnja*^ 

of any health condition. Many piiOplo with epilepsy can *'pass" and they • 

do. Turtnermorp, epilepsy is not required to be reported by a physician 

to his health depar wnt in mo,"t states. In states where such a provision 

tKists, wc have some indications that pliycicions tend to shy away from a 

diagnosis which will label their patients and place restrictions upon then\ 

the Professional Advisory Board's view has recently been at least partially 
supported by the National Institute of Neurological Diseases and Stroke, 
whicn csiii::dtc:^ "from two lo four million" as the number of Americans with 
epilepsy. 

What, then* Is the nature of the condition which affects so sizable a 
patient population? 

fpilopsv IS a disabling, virtually lifelonq condition that, except in cases 
where total seizure control is achieved (perhaps bO percent of the total), 
has a dorjinant effect on the whole life experience of the individual who has 
It and those who are closest to him. 

It becomes a significant the significant fact of his life. It 
negatively affects his abilily**to support himnclf by his own efforts; an 
active or only partially controlled seizure disorder prevents him from ever 
experiencing the dignity and feeling of self-worth that comes from gainful 
employment. 

It keeps him from driving a car, and if that seeff.s like a relatively minor 
matter, consider that in most parts of this country a man without a car or 
access to a car Is a man who is Isolated from recreation, from entertainment, 
from sources of Income* from the wider corwunity. 

Epilepsy, with the stigma that so stubbornly clings to It, further isolates 

the individual \*ho has it from close Interpersonal relationships. From 

the time the children first laugh at school, through the teenage years when 

dating and group activities are often closed to him, the person with epilepsy 

learns that he will have few friends* that he may never marry* that his • 

disability will forever color his relationships with others. In maf\y cases* 

he encounters subtle rejection even among his family — parents* grandparents* 

brothers and sisters. 

?'2 
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The cvnt)ini>e oT live ivdlcil tftrCU cf IhK d1;oriicr, t}:»lr luntj^lern 

nalirro, anU D.c xvully Icnxj^tcm effect ci inc vocl^l rcgcciiun Is a 
thrwiltdlly ill pailcur poruUtion v,nn ncotlo of VuaG-temi psyvboU^fical onri 
j^oclul Si^pportlw &e'v1ri»t, Arjd this dd;!5» up to a rCij^^r ni^tlu^^l exocuic, 
and a ir*jgU iidlV4;nci1 prolilcM In terns of nui»i>iir4i hr<\ of hu^.in 1so1*it1o?i, 

C ost to the , tm ivn 

ATtiiOu*^^ we recovjhl7othc n^onl fallacy of attcinptlnn to vstirate a humen 
prol»1c«» in ten..s of dollars and conts. Ills U a fom of mo^&urcmifnt which 
con give a gro^»r^^^»c ui^»-»^^»u>n to iUu problcru 

In a recciitly pufcllr.hvd !»lutly, ihr rc^t»t)ri'h stiff at tho 
Cp1Ut*^y TOundotion of AjiXiricA CjIcuUichI rpikpJ»y*i *ini^\ii1 co<t to tho 
nativn ( inclijilint i»nt.-^^l^^^'•<*nt ) tit rpjy.^''>'^^p. /di>^' j \l^^^?l,.^^j,]^J*^ * These 
intluxJvd Ideal fiV'Llo cost ftUtcr^ usiiTii-d Uy'exYrTpoKViTcm, l^nd hasud oi; a 
four iriHiun p^Unni populJitif>n, Tn^ covi ft^^ttcr^* iiicUdtrd physician fcc^, 
iintvco.\vuUani rcctcatlons, the cost of in$t1 tut1on6ll7Mt1cn, special educa- 
tion, vocational rehabilii.Hion, various public assistance prog^'^'^^s, Riedical 
and social research, \jntrpl Cerent w<jyci. and hour loss and veterans^ benefits. 

The cost or the epiupsies to the natto:^ 
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ProQjMm 


Annual Ct^^i for Epilep; 


Aid to the Permanently and Totally 
Disabled 


$ 70,?0o,G90,O0 


Aid to the El*nd 


420,423. 20 


Aid to families v;ith Dependent 
Children 


5:^,172,876.00 


Vocational Rehabilitation 


9,646,134.00 


Social Security Disability Ceneflts 


65,03a,080.00 


Crippled Children's Program 


4,700,000.00 


Medicaid 


31 ,300,000.00 


Medicare 


125,300,000.00 


Veterans Administration 


89,430,210.00 


Special Education 


85,610,270.00 


Initltutknalization 


231 ,649,000.00 


Unefnployment ^^age and Hour loss 


1,720,224.000,00 


Private Medical Costs 


1,879,945,000.00 


Research 


S ,895^252.00 


TOTAL 


S 4,372.600,735.20 



3-2 



IKHi 

BEST COPY ftVAILABLE 

wJ,ai )s »,vjlvi-d in th.. pi.ysi,M(niu.1. ncurolo.ji vvl side of cpIUmM^ 

in the « bl.,^ ami tlu- w.-.ti...;^ nt I'm.,..,,) afs. ih. ten, ■\in lot-iv" waX':, from 

> hol.ovol to U ....,.->! iw l„,..oi,. p,.„;-lc li.uuqnt to li.u^> hid 

c,.ili-{v.j, „,,lur)t. ,Uox«,.iS>r l.«> f;r, .i. .'uli.i.. r>.onor. St . Vm> , Buddha. 

I' UhiniovJ,y AXrrd Nobel. Dostoovity 

A> jr.t^lical entitj r-i U^^.v 1s !.\ ,,-to.-.,if if o! ,^ clr.orXr of the cential 

n .""^''t ? IV' au.. to .M-iioiwl olccii-iral 

auxh^ijic. ».( luM.ii t.>ll'.. )!,.,..■.,„. th.-n sy. ■ u.hs v..ri.>d i.id complex. 

epilepsy iv,y t-.' dcfim.; .1 "diMuptioii of th normal rhylh'i! Of the hn^iiu 
an occ.r.,i.n. 1, pt-noJu, (.xc^slvc an-i disurdvily disc»w:ri,r of ncrvi- lelli 
in till.' t.rjiti.' V .1 

where thP thiiturunci onqirw.ics omJ \hv n.vtui.. ot the UiHuUtion lo the* 
Diain. I'a,t. U(] ccnyu]:.iDn^ uri^ not m^oM^vily ipiloplic the tcr^:; is 
^eneriilly ajpiuJ only \o siirun:-. whicn occur rL-pciitccily . 

The IntL-rnatiorwH rint*', i f ication uf 5,i i/ure TypoV* includrs 

i. PARTIAL Or> lOCAl SEJZUnrs (<;ei^iiro hecjinning locally) 

A, Partin: si'izurp^ with dwntAry symptorrkitology (gencrcjlly 
wUhout ii'^p^irMcnt of consciousno^^i) 

1. With iiiotur syir^proris (inctui'c:* JacK&onian seizures) 

2, With special sensory of somatosensory symptoms 

3, WUh autonomic symptoms 

4. Compound forms* 

B» Partial m i?uros with complex syriptoniAtology (generally 
with ippdirnxjnt of consciousness) 

(temporal lobe or psychomotor seizures) 
1. With impairmonl of consciousness only 

♦ Gastaut, H. *XliniCf^l and electrocncophaloqraphical cUssIf ication of 
epileptic seuurc'.,** Cpnopsia^ 11:102-113, 1970. 
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?♦ With coynilivi* i>yt;»ptouoto1ony 

3. With u^'focllvo s>v,pto?T^2iDV.»v:)y 

4. With "p$ycho$trit>or>^'' r..yrrtonunclo<;y 

5. UiV "p^ychor^otor" $yriptor.owi:)1o^:y (-"L't omati^^r^s) 

6. Coi.^4iC^uKd form 

C. rartii;! ^.dizurcs iictrnijorl ly (.cruMvJI/td 
M» GCNrRALiyri sri7Ui;r5 (Ml:«ttM\Hlly syrs Ttric^O and without locel onrrt) 

1. AbSLM>co& (pt;titmvl) 

2. nilr.ieral massive cpilcct^c n^yoclonu*-^ 

3. Infantile spasns 
A. Clonic seizures 

5. Tc»Mc seizures 

6. Tonic-clonic seizures {urcr\6 Pal) 

7. Attiitic S!2i7urC5» 
AKinetIc sei/ures 

III. UMb'UroM SEIZURES {or predonin^ntly) 
IV. UNCIASSIFICD EPILEPTIC SEIZURES 
(due to iirconiplete data) 

Causes 

Epilrpsy is tertr.ed "idiopathic" whi^n no cau:r has been found for the seizures. 
Heredity appears to be a factor in some types. "Symplcnatic" epilepsy, 
where a CAuse can be traced, my be triggered by many chcnical or physiolOQicnl 
conditions. Some of these arr Injuries incurred at birth or from severe 
Injury afto/ birth, for cJta^jlu, head injury caused by an auto accident; 
infectious diseases, such as meningitis or encephalitis; neiabolic or 
nutritional disordrrs; brain tutors and c^lroKes. 

Oia^nosij> 

Diagnosis of epilepsy Involves a careful recordinq of the patient's history, 
cwnplete physical and r#euro1oyical examin.ition. The clectroenccfihalograph 
(EEG.) helps identify epilepsy by measuring the orain's electrical patterns 
and Vecordinn then on a graph. The ECG may l»e useful in detcrmininn what 
typ* of treatment may be effective. 

5-2 



BEST COPY AVA1U\B11 



iLncL """'^ prevalent nKthod of dealing with 
aLf 6j»'^orn;on .^nti.pncptic drugs. U U estimated th.n 

so1Sr?^tn 'i"''"'" M.ff icient control of their 

sol7ureo to lejd full, active md «noir>er will experience fewer 

Sfizuves. About 16-20V. are not h..1pcd by available (uedicationl 

ilh?d/i«l..rfl'^ dosnjie controls the patient's seizures without side effects 
S .l^^nl^l' ''^^''.♦'is 90.wra1 well-being. Some drugs are more effective 
l^i^nr^ n^I ^2 ^^^^ si^izurcs; horc tho EFs'is helpful in graphing 

uvl „?^^ 'f"-; ictcrminction has been grcntly facilitated by ^ 

use Of gas-lK,iud chroniatograpliy, a techiviquo whicli accurately measures 
the conCL-ntration of a drug or drugs in thd patient's blood, 

Nearly half of all epilepsy patients require two or more drugs for effective 
thl'.n.T,"?^'"?'- ^J. the moment diphenylhydantoin a„d phonobarbital are 
the most widely used anticonvulsant drugs in the United States. 

Ssuf (inj^^S^'^^^'r^^ k""^ ""'M "^^5 ""^--e a" Identifiable 

;:^;L"/:?^rno't'*s]i^^:rain'"?2Ti^^^ ''''"''^''^ ^^^^ 

EM3TI0NAL ADJUSTMrNT is an important therapeutic factor: fatiiue and 
e«.o uonal stre.. can increase the patient's tendency to, a rd ? L?es and 
ncg.ttc the heneficial effects of drug therapy, tpilepsy patiui ts !re 
encouraged to he as active and busy in the world as tSeir'^dilordJr plrmlts. 

It i..ay sound an if science has enswereJ all proMcus; that is still unfor- 
tunately, far from the truth. Just in the nedical a^ea. we st5H do nSt know.- 

reVu-SrsHLre'rr''' ''''''''' """"^^^ 

Wfat happens chemically in the brain cells during a seizure; 

fn^olvenh^'ShKJin'r ''''''' " 

How epileptic drugs work, and what effect they have on the brain; 

effective while some chemically similar ones are 
ineffective in controlling seizures; 

Why drugs are ineffective with some patients and effective with others. 

Irllull r«2!!H?^^°" J''" T ""'le" ""fling Is growing. We have n«thods of 
treating a goodly number of patients very successfully - though not as ir-anv 

Jn ZTilt n t- ""^ excellent chance for normal iJ^ng 

In half the patient population. This is a far brighter prognosis than faced 

hy sufferers from many other neurological problems, "an racea 
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But it Icavet out ftn Important part of Kh<it epilepsy is In our society Lod.iy, 
the probloa^ v^ich helps to trarr^fom a rccjJ.onably tw^otablo meUicul entity 
into CI traiiically frostminn soclitl problem. 

It is no cxacjOL^ration to say that for luny people a uitinnosis or "rpllopsy*' 
is a social and p^yrhologicul di$as>ler, 1 Kavo >jiu«n collCiuMuos vivo vnll not 
use the word. 1 hcive ctealtwith famnics who rofi/bc to accept the liiuyno^is 
— totally refu^io de^ipite all the evidence. 

The rea^^on, of course, is that epilepvy ha, a powerful sticjma, the repots of 
which Kc do fiot fully undc^rstand. Psychol^jicul expuniitions U\n6 to fix in t^|C 
nature of the ,sei7-;iU', Every seizure, it is sun^csluU reinforces the feoV cm 
prejudice of witnessed that vuch a person cai.iiOt be relied upon to parti cip>^i.c 
fully in society, sinrc he is liable at any time to 90 out of conliol. 

Another sugyei^tioa is that v.hcn a huipon sees distortions of himself (in that 
an epileptic seizure does appi'dr to distort a known person into so-viethintj 
unfamiliar), then the viewer sets a threat to himst-lf. He is rcnnndcd, the- 
suggestion is, of his own vuIiuj abi lity and rejects the possibility, and 
the threatening object, fear, discomfort, resontnietti result in rejection 
in stiqma. 

One must recogni7C that the epileptic seizure is strange in appearance and 
frightening to tfio uninitiated. It has been said that it looks as it punish- 
ment of in*n(>nse proportions is taking place before the onlooker, atid feorin'j 
some kind of srmilcr retribution may somehow co:i)e his woy, the onlooker scc!>s to 
put the greatest distance ht Can between hip^elf and the sufferer. 

Yet another explanraion is thCit our society pluccs some premium on predict- 
ability end regularity. In such a society the loss of control over the physical 
functioninc become psychologici-lly painful especially in a society such as 
ours In which self-control and individual responsibility for actions Is 
accorded moral virtue. 

1 have labored this point perhaps, but, it is without question central to the 
national social problems that epilepsy presents. 

Now, let me detail for you some of the non-medical areas in which having 
epilepsy carries a particular impact: 

1. Restri ctive or discrimin atory leg islation: Nine states still authorize 
sterTITzaTion ofTpTlepsy patients under ce'rtain conditions. Most states 
require proof of a specified seizure-free period before issuing drivers' 
licenses. We do not quarrel with the licensing requirements; only that 
they not be arbitrary, and that they allow those who can drive safely to 

be allowed to. We do maintain that there be strict confidentiality of 
medical records submitted to licensing, education and other bureaus. 

2. People with epilepsy are barred fran military service and are usually 
discharged should epilepsy develop while In the service. 
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c;.. aJt^nrt'^l"< ""^T" n""''-'P'>>' »-"Sot,abre control 

can attend and benefit fmm regulor classes In public or privjte school ■ 
The psycholoalcal trauiw of havinj i,oi?ur^-i i„ .'onl of oihci- cMldron can 

tho f olio... U. a,M.-.v. Ac.cuHn.. to . vco'K Ffun.iaiior, survry of 

scLotu ^;^r!I h iH <■■•'" «vero and uncontrolled; m'.t sud, 

on f, f pr«uu.ri1y vitl. wntal retardation. PK.caii;«nt of 

Z^^^'^^*:;^:;^^' --^^^^^ -tardc. furu,er 

Jn.> S.rh'nf' J*>^fP^^cpsy Fcumiation cf teric^ esti.*ltcs that up to 
hro,?.nir ^ «ntro Ud epi cpsy patients of non.al intelligence 
' ^ «in.>,,,;>1oyud. This rfi&ults fro:ii a combination of (a) perso...il 

fcrdif rvn'i',"'; ''''^ °f (b) resistance of other enp lo^crs- 

jc} d s-cn-innuW-y worKinen-s compensation laws; and (d) lack of proper 
t»<..ni.,ci. counu^hng and placf.nent of employable people with epilepsy. 

'a ^'^^'■^^^ to EFA Chapter Workshop delegates. Senator 

Hurr son A. W.l lam.. Or.. Chai.vnan of tl,e Labor and Public Welfare 

lor hI'h\fr'!^'V'''"<*^''^ ^" "^"^^'"3 '"'^^ J'"' t° 1r.>prove oppon.i-.Uic.. 

tiK- (I nd r 0," .""^ ; .^'."'-^r ^'^ll'^-^* ^^ther of the S..bco,.c„1ttee on 
nn.ltynJ ? ' ^ P'opoia^nt ff the ci.tabl ishod Special 

Ofi.ce of thi! Handicapped in Hrw, u.-.sod delo^jaics to I.eop up the 
pressure on ik.Mic official'.. Callint, the exclusion of adults with 
epilepsy fron, mv.i employment "shameful," he oddid "I am confident that 
with your help, the changes that have been delayed tor too long with at 

5. Insurance: Au« -mobile, health and life insurance premiums for 
those with epi.ep.j, are often much higher than the standard rates, if 

'J ^^'■S^'^^ 9>"°"P policies (Blue Cross/Blue 

Sh eld) generally exclude those with epilepsy, regardless of the degree to 
Which they are handicapped or how long they had seizure control. 

6. Recreation: Recreational facilitios and prog.-a.ns often refuse to 
accoflMiodate someone with epilepsy who has physical or emotional problems. 

7. Public attitudes; Expressed public attitudes towards epilepsy appear 
to have improved, but a significant r.ui.,ber of people still have damaging 
m sconceptions about the disorder. Nor {(oes the continuing employment 

{Je'Inurp'ls'iree^TUle A?!'''"'"''' '''''''' ^''"""'^ 

Mine years ago a study was made on "Street ion" listing prejudices of 
two different types of enployers -- personnel dl.-cctors and school 
aaminiitrators -- in hiring persons with various disabilities 
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ToV ie U iHustratvs tiiat Lho timployer^ ranked people \i\ih epilepsy xin;oncj 
thu lt*ibt de'> ir.iijlt.' feuployecs (penon'> with disi'hil ii»Li» are VrtiiKiid fi'oa 
nuiit de^iirabU* t:u;n<3ye<' to IfcvVt dfc<»it\iMc). Tn^ Tvble is cidapUJ frou 
IMe hook rh>*sii.dl Div^Uility uod Hirun ht-iavior by Jun.>5 W. McDviniel, 



TABLU A 



TABIC B 



Public dttltuui-s toward opilopsy n949 }1069 



Percentayf of people objeriint) 
to tnoir' chiluren r^ssoclaiing 
with person v;ith epilepsy 



Pc»rc<jnt3ge of people who believe 
persons wilh epilepsy should be 
et.^ployed 



2-1^ : 9:: 



fc-rcentacjf of people v/ho b. lieve ^ ^ 4- 

cpHep'^y it a form of insanity ' j 



Based on 1949 and 1969 Geo, Gallup Surveys 



4 Ur^r 

^ I N pMvncr 
7 cpiVptu 

rrcftr«iicr III S«hoaW 
7c;uhm 

5 cA'pn>*mvr 
tf» deaf 

7 epileptic 



Other clues on public attitudes come from the incii^*'^ sing number of articles 
appe^Jring in newspapers and md9azines. mony of wtnch have been entered in 
EFA*s annual Journal ism Award competition: 

"EPILEf'SY PnCYS ON SELr-ESTEEM--! mention my personal 
history not to condemn any person or Institution but 
to illustrate the fact that while an epileptic loses 
confidence in himself, others tend to do even more." 

Gastonia* North Carolina 
GAZETTE 
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"IRICNO'S SEIZURES ARF liUGinrNlUC-I have a friend who has 
epileptic seizures which just starttjd in the Uvt two years, 
and she is In her 60$, .,frdnk1y iht» seizures scare m to 
death, too." 

Chardon, Ohio 
GtAUCiA im,S LlADiR 
(Cleveland Metro. Area) 



•tDUCAriON IS KUY IN OrALIHG WITH rPlinPSY^-But much nioro 
needs to be done to enise the stlyma nnd prejudice that there 
IS somcthnvy so different' about the epileptic." 

DesMoines, Iowa 
TRIBUNE 

•TDUCATION PROGCSS: TRUTH ABOuT bPIi EPbY^^Lpi lepsy , he notes » 
can hap;'en to any one of us. For those to whoni its happened, 
says a volunteer with the society for 10 years, 'the stigma 
becomes a greater handicap than the epilepsy itself/" 

Santo Barbara, California 

NEWS PRCSS 



What It*;> li>^c^ to^ Hdv e [pi lo£^>^ 

It is unlikely that anyone other than a person with this disorder can fully 
understand Us U>rw^ and uncertainties, Its effect upon nersondVity, 
and the v^iJesm-.iJ slitjiu-H and discrimiiiution. But the letters 
received by the Toundation fro:n parents and patients provide some measure 
of the problem and I would like to share just a few with you. From the 
regular column 'foundation Hailbag" appearing in EFA's monthly newspaper 
come these actual quotations; 

"...all of my friends stopped hanging around us. That hurt me 
so badly because I wanted so much to be like them normaK 
This girl and I had become real dose friends, and her mother 
told her not to hang around me because Tm an epileptic as 
If I had comnltted some kind of crime." 

">ly parents were very concerned when I told them that I was going 
to college in another state. They had been brainwashed to think 
that I could not handle college " 

"When I first found out I had epilepsy I wanted to die and actually 
tried to kill myself. I have heard people talk about epileptics* 
they stni think these people are devil possessed or crazy. Am I?" 

"When ny daughter Is old enough to understand what happens when I 
have a seizure, will she hate me for bringing her into the world 
with a mother like me?" 
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"Regardless if the good docton cail the disorder fits, 
fdlntlng spells, black outs, grand raal, petit fnaV» etc* 
it still spells epilepsyl there is not any brand name 
product on the market toda^' nor will there bo in the 
future that will 'Vhitewash" the r\imQ epilepsy to make 
the public like and/or undc-rstand the problem of the 
epileptic.*" 

For further information see the document entitled "What U*s Like to Have 
tpilepsy/' 

What you have just heard, of course, is subjective. One could argue that 
personality element, and other variables account for the ^'everyone hates me" 
tone. Last sun»ner the Foundation conducted a survey of a relatively small 
sample of epilepsy patients and pai*ent$ of children who have epilepsy to find 
out what elements of the disorder they believed had significant effects on 
their lives; The tables appear below. 

Parents: 

Uhat do you feel Is the greatest problem your child faces? 



Social acceptance, attitudes and 

Public opinion, stigma — 36.0* 

Seizures, brain damage, other 

medical* mental retardativn— --14. 2 

Sel f -acceptance, sel f -adjustment , 

emotional- — — -^-V3.8 

Driving, employment. Insurance —13.5 

As you now view your child's career, do you believe that 
epilepsy will be a problem in his future career? 

Yes - 52.3 

No 37.2 

Adult Patients: 

Do you have» or have yo4 had problems attributable to 
epilepsy In: 

Getting a Job • 42. U 

Holding a job • 33.8 

Obtaining life Insurance—* — — ——33.8 

Obtaining health and accident insurance 30.1 

Obtaining a driver's Vicense*— ———35.2 
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Clearly, the problar.> related to iitr^ma, interporsonol roldtions^hlps 
and the Uomlflvvrt pvol^Tcrts of t^»'p1oyn*oiit were cctitral to th1i t}roup, 

Agdin In VjJA in m^onse to uiU ^not^cr survey of IGS aduVts with 

fron^^^^^^^^^^ ^;'r^^^^V\V^^^ ^^'^^^'^^^ tn« duoiUvr with responses, 

from 49 st^te^ the following nn^ver^ ^ure oiven to the question: 

If the Epilep'^y foundation of to-ric^ were to undertvike 
a wajnr national cojjip.nt}n - which sinttlp is^ur do you 
believe we shyuTd tocKle fir^t,* — 

Public Informvtion and Education ,23 7 

Imployment Di%cr1ninat10n .18*4 

Diiagno1iu/rrecjtir.cnt— — ^....-...^^^ 15 't, 

Prograri for low-Cost Itedicatlon-. --11 

Research I induiQ-s^----^— ^0 3 

Pivvent^on— -..^^^.^^^ . g'g 

Insuranio Prejudices- — — 6*7 

RehabnVtatlOn ^.-.^.^ 



As d matter of fuct, these arc very close to the progr^n) priorities currently 
being undertaken by the foundation. 

To understand the work of the Epilepsy foundation, it Is necessary to have 
some under-i landing o1 the hr^lth fare, sorijl wcllare* educulion, and re- 
habilitation "euab)ishi:;ents^* oi the United States, The followi-m will give 
some Idea of the groups invtil vod: 

Inst dl la tj^qn$_ ojf^ 

Rehabilitation facilities 
Sheltered workshops 
Special education facilities 
Voluntaries 

Vetorans Administration hospitals 
Medical Schools 

(85 affiliated with VA hospitals) 
Clinics 
Hospitals 

Medical Professionals 



Physicians 

Board certified 38X 

Treat patients 90*^ 

Office-based egt. 

Hospital -based 31:; 

General practitioners 19::: 



3.000 
lp200 
600 
236 
168 
115 

400 
7.100 



345,000 

0 
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NDurologlit^ 3,300 

(2,600 inpatient carx») 
lieurosurgeoni 2/700 
Psychiatrists 21 »000 

72 J, 000 

(16,000 school nurso^) 
ttG technicians 3,300 

Social workiers 137,000 

(24.000 in he^ilth field) 
Vocnional rehabilitation counselors 11,000 

Psychologists 26,000 

Special edutdtion teachers 1J?0>000 

teachers 2,100,000 

(1,122>000 elo^'ipntiiry) 

Note: Tho libr.'jry of Congress Congressional Research Sorvice has done 
a report on what the foderal govornmoni is doing in the area of 
epilepsy. 

This rese^rrh service report does not include one promising program of 
NIHDS, nurjcly the Comprehensive Care Epilepsy Centers Program. 

This proor^iin seeks to develop ways in which a given geoo^aphic population 
of epileptU^ patients can receive top quality care through utilization of 
existing rr!>ources <ind the Uevelopricnt of a cooniinatincj center. The care 
would epphosize the uiili/ation, rehtil)il 1tdt1ve and social services, to- 
gether with the most recent nodical advances, such as nev/ druqs and nv^asure- 
ments of serum levels of anti-epilcptic drufjs. The program emphasizes con- 
tinuing) education, association with a medical school ar^d investigators in 
bASic and clinical research. The first feasibility grants for this prograii 
will soon be awarded. 

S.cop_e of the Problem 

Finally, just § word on epilc;-y as part of the whole area of neurological 
dysfunction. LiPf't^-J'^JJJJP.^l A"!P/^*^^"i ^^^^ disorder of the 

nervous systemT^Thes(/1hVur^rogTcaY'"dysfunctions constitute a huge national 
burden in terms of both economics and human suffering. 

The scope of the problem is not limited to Its medical aspects. It requires 
a costly network of special educational facilities, vocational training centers, 
public information programs and enlightened legislation. It demands an increasing 
number of teachers, counselors and therapists as well as ^itedical personnel. 

Neurological diseases account for 20X of hospitalizations each year, and 12t 
of deaths. 



The cost Is staggering to the government (for welfare and Social Security 
disability payments. Medicaid and Medicare, special education and vocational 
rehabilitation) to the family and to the individual (for hospitalization, 
drugs, special education and therapy). 
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DisabVI Vty 



Casoy 



tstimated 
Aiinual Co?>t* 



Mmal Rotiirdation 

Parklribon's Dis^a^ie 
Cerebral Pals^ 
Multiple Sclerosis and 



e.ooOvOoa 

4,000,000 
1 ,000»DOO 
750,000 



5400,000,000 
$1.6 MVHon 



$3.5 billion 
$4.37 billion** 



related diseases 
Muscular Dystrophy 
Huntington ^& Disease 
Myasthenia Gravis 



500,000 
250,000 
50,000 
30,000 



$1 billion 
$400,000,000 
$ 25,000,000 
$ 94,000,000 



* Taken from Neurological and Sensory Disabilities: Estimated 
Numbers and Cost, pa'j>ared by the Information Office, National 
Institute of Neurological Diseisses and Stroke, Kiitional Institutes 
of Health, Belhcsda, Maryland, revised 1973. 

"The Cost of the Epilepsies to Individuals, Families and To The 
Nation," data asse:;ib1od by the Lpilepsy Foundation of Anwrica. 
Washington, D. C, , 1974. 

federal support for health issues is generally channeUed through the 
National Institutes of Health (NIH). The institute respons1b1e>or the 
major work on epilepsy within MH is the National Institute of Nv^urological 
Disease and Stroke (NIND5), The Institute spends approximately S4 million 
on epilepsy rci>carch; 20'^ of these funds goes tOo'drds operating costs and 
'on-canpus" research within th*» InstUuto, and 80* supports outside research 
grants. The Budget Office of NINOS in^onned us that epilepsy obligations 
for Fisral Year 1973 were $4,035,000, 

The National Institute of Child Health and Human Develojwnt (NICHHD) has 
funded grants relating to epilepsy from the mental retardation aspect. 
According to the Research Grants h.dex, published by the Division of 
Research Grants of NIH, NICHHD supported three grants in FY 1972» These 
expenditures seem small judged either in terras of the previously described 
needs* or in the population of patients who continue to suffer from epilepsy. 
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3. WHAT EFA I5» WHAT IT OOtS AND HOW IT CAME TO BE 



Tht EpHepiy Foundition of America 1$ a wnproflt. voluntary health organization 
wUh national headquarters at 1828 I Streeti N.W.» Washington. D.C. It was 
formed in V968 by a group of citiien volunteers* many of whom were persons with 
epilepsy or parents of children with epilepsy, AM were active in two prede* 
cesser organizations (Epilepsy Association of Awerica and The Epilepsy Founda* 
tion) anxious to create one strong, unified national organization devoted to 
solving a major national health problem affecting at least 4,006,000 Americans. 

While it is not the only epilepsy related organiiation still to claim national 
scope (the Chicago*based National Epilepsy League of feri a national low cost 
drug program and information services) it Is by far the largest, and in recent 
years has come to occupy what most observers would describe as the spokesman 
rple for people with epilepsy in this country. The publication entitled 
"•Programs for the Handicapped" published by the Office of the Assistant Secre* 
tary for Human Development of the U»S* Department of Health, Education and 
Welfare states: "The only major *nationar nonprofit agency in the field 
of epilepsy is the Epilepsy Foundation of America, founded in 1967, 

EFA Purposes 

The organization's goal is to improve the lot of the person with epilepsy by: 

Promoting, conducting and supporting research into the causes and 
treatment of epilepsy; 

— * Making known the Available treatments for epilepsy; 

Improving educational and vocational opportunities for persons with 
epilepsy; 

— Educating and providing information to the general public with a v1e« 
toward eradicating misconceptions about epilepsy; 

— Promoting and supporting clinics, schools and other facilities or means 
of treating, educating, training, obtaining employment for, caring 
for, or otherwise helping persons with epilepsy; 

And providing financial support to Individuals and other organizations 
engaged it activities that further any of the purposes of the Foundation, 

Leadership 

The Foundation's activities, under its latest by-laws adopted November 30, 1973, 
are charted and guided bv a 43 member Board of Directors. The Board consists of 
10 directors elected by VS6 local chapters throughout the United States; 10 
directors elected by a Professional Advisory Board made up of 50 distinguished 
physicians and specialists; 19 representing the general public; and 4 who are 
directors by virtue of their positions in the organization. Other material In 
this sutement describes these bodies in greater detail. 
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All menibers of these botrds serve without compensation, save for reimbursement 
of travel expenses where requested. 

About 30 percent of the board eUher h4ve a family member with epilepsy or suffer 
from the disorder themselves • 

iefla) Information 

Incorporated under the laws of the State of Delaware, the Epilepsy Foundation of 
Anerica Is a 501(c)(3) tax exempt corporation and contributions to it are deductible 
for federal income tax purposes under the Internal Revenue Code of 1954. 

finances 

Dues from local chapters and contributions from 1,037,000 Individual private 
citUens averaging $3,T3 each numerous firms, and 230 charitable foundations 
support the work of EFA headquarters In research, fellowships, training programs, 
counseling, vocational rehabilitation, and public Information and education. 

The Foundation has no contract or aareement between persons making sollclatlons 
and persons on whose behalf the solicitation Is made which In any manner (a) bases 
the amount of receipts received by the person on whose behalf the solicitation Is 
made on the amount or number of contributions received from the solicitation; or 
(b) bases the fee or other charge of the person making the solicitation on the 
amount or number of contributions received. 

Program and Operating; C>.pend1tures 

The total Income and total expenditures of the Foundation vary from year-to*year 
but the most recrnt financial statement audited by Price Watertjouse & Co,, and 
as published In the Annual Report released in Mav, 1973, shows the following as 
categorized by the standards of the National Health Council, of which EFA Is a 
member* 



Revenues (Including all chapters) 

Cpsts of solicitations^ admlnl strati vt, 
managerial and certain fixed costs of 
doing business and running programs 

Net Available Income 

Program Expenditures 



Research 

Professional Education I Training 
Public Health Education 
Community Services 
Patient Services 

Transferred to Reserves I Capital Fund 
TOTAL EXPENDITURES 



$4tU7,ie2 

1.976.904 
2.170.2S8 

Total 

176.004 
168.019 
364,161 
1.0S9.S36 
31S.029 
64.509 

$2,170,258 



Percent 

Revenues 

Allocated 

e.ix 

6.7t 
16.eY 
48.6% 
14,6X 

3.0S 

100.0S 
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Ukt Mny other voluhtary health organizations, the majority of EFA^s service 
functions arc rendered through the Vocal chapters » Nith the headquarters 
afftce operating as a chapter service unit and as a national spokesman through 
which the vle^ of the organization may ^e presented and the needs of the person 
Mlth epilepsy may be voiced. 

further Information in regard to all of the foregoing is developed In detail 
elsewhere in this statement. 

Htpy, :Vhe Epilef>»^ Foundation of America was fomed 

For the complete story see the brochure entitled •♦History of the Epilepsy 
Movement In the United States" which you may want to make a part of the printed 
rtcord of these hearings. 

The birth of a strong, national movement to combat the effects of epilepsy 
came late to this country. Efforts to create such an organliation were begun 
as long ago as 1898, when a group of doctors gathered in the New York Medical 
Library anC founded the N ational Association for the Study of Epilepsy and for 
the Care and Treat ment oT trie Epi leptic^ But this was never much more than a 
very small group of good people with good intentions. As its initial leaders 
became discouraged, no others appeared to take up the cause. Epilepsy's stigma 
in the days when seizures were very prevalent among all patients was even more 
virulent than it is today. 

As the other voluntary agencies for TB, heart, crippled children were established 
and grew stronger, further efforts were made to establish a similar source of 
help for epilepsy. distinguisfted ^neurologist, Dr. William limnox, with the 
support of Mrs. Eleanor Roosevelt, founded the laymen*s Leaaue Against 
Epilepsy In Boston In 1939. Other organizations were established too, but 
their Influence and their numbers were small. Volunteers were difficult to 
recruit, few people. It seemed, wanted to join a chapter, few people wanted 
to be associated with epilepsy at all, any way. 

It was not until after the Second World War, when seizure control became 
achievable for numbers of patients through Improved treatment methods, that 
the movement began to gather momentum. By the early fifties, some strong 
chapters had been established in various parts of the country to provide infor- 
mation, comfort and support to adults, to children with epilepsy and to their 
parents. However, these chapters were affiliated — if they were affiliated 
at all with competing national groups (see chart on the followino page) not 
one of which had the strength or resources to make any real national Impact ... 
on a continuing basis. 

Accomplishments Alon<^ the Way 

Clinics were esUblished and/or supported and EEGielectroencephalogram) machines 
wtrt purchased through local fund raising drives. Support was given the establish- 
ment of a national veterans epilepsy center. The demands of several voluntary 
health groups resulted in the establishment of the National Institute of 
Neurological Diseases and Blindness (now MINDS) in 1950. laws were changed 
including some particularly offensive sections of the Immigration Act. But 
iiuch, much more needed doing. 
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Govertfflental and Natlonil Heilth Council Involvement 

This state of affairs distressed the Health CouncU* ^hlch recosnized that 
unltss there was some national voice speaking for tht needs of the Individual 
with epliep-iy, those needs would continue to go unmet. At the request of 
the American Epilepsy Federation* one of the quasi -national groups, the 
Health Council agreed In the early Sixties to try to bring the separate 
parties together. A committee vras formed, and the Importance of the effort 
to create a national voice for epilepsy was recognized by the Social and 
Rehabilitation Service (then called the Vocational Rehabilitation Administration) 
which granted almost $14,000 to the Health Council to defray costs of 
negotiating meetings* 

Honths of negotiation followed* There were conflicts in what should be the 
program priorities of the new national group. The separate organizations 
were reluctant to give up the services they had developed, and believed to 
bt of value but which were not as favorably regarded by rival groups. 

Finally* after years of discussion and intermediate mergers along the way^ 
a compromise was reached, a compromise which merged the boards of the 
largest organizations, and retained most of the program elements in dispute. 
Had this not been done, no national group would have emerged. As it was, 
one of the three negotiating parties, the National Epilepsy League, withdrew 
almost ininediatcly and has returned to Its separate status. In 1971, the 
Epilepsy Foundation of America qualified for membership In the National Health 
Council, and set about expanding its chapter network so that the few who 
Infonned, comforted, and counseled In the Fifties would become the many. 

CoomendatiOR 

Congratulatory statements poured in from across the country. President 
Lyndon 8. Johnson wrote EFA as follows: 

"The formation of the Epilepsy Foundation of America is, indeed, 
a milestone In a major health field. And all who have worked 
to bring it to fruition deserve our admiration and our thanks ... 

'^A unified approach to volunteer efforts across the nation will 
hasten the day when all Americans will achieve a new and better 
undersUnding of this disorder. Only with such Increased public 
awareness can we hope to continue to stimulate research, encourage 
education, and unfold unprecedented opportunities for (tnployment 
for epilepsy sufferers." 

This bipartisan support has continued to this day. Under date of October 1, 
1973, President Richard M. Nixon wrote as follows: 

"To promote a better understanding of epllefsy and to honor 
the contributions of the Epilepsy Foundation of America we set 
aside November as Epilepsy Month. 

"Through the works of thousands of volunteers In the Foundation's 
chapters across our Nation we are discovering more effective and 
readily available treatment for a disorder that affects four 



BEST COPY AVAILABLE 



?^r!^r.5?^'"^"r5: ^"^.^ achieving a more favorable 
and positfvc public attitude toward epilepsy victims. 

•I congratulite the Epilepsy Foundation of America for givinq 
national attention to this little-understood disorder, and 1 
urge all Americans to support Its efforts to help persons with 
epilepsy take their rightful places as contributing members of 
our society,** 

"The forrotion of a single national voluntary agency devoted 
to Epilepsy further strengthens an effort which has already made 
significant contributions to both medical and public understanding 
of this disorder." ' 

Upon nerger, messages were received from 36 governors. At least 24 past 
ST-S'T! members of this body sent EFA congratulatory messages. It is 
t^^ll !E^K''K^'''^'' '"^^ P^>' t° the full-hearted 

fh??^H cl^l c , t° the Foundation by the Senate of the 

ISi- ?i f • '"k*"* °^ ''^yS' I "ot certain we have always 
•ide Clear how much we value this support and how it sustains us in our efforts. 

The Years Since Mer^jer 

Since 1967 and 1968, the national organization has begun to have the 
benefit. al effect that SRS and the Health Council foresaw. Hore chapters 
eL'*™! ?^"? ^ to people with this disorder than ever before; 

•ore public infSnSatlon jfs available and being dispersed, the National Institute 
of Neurological Diseases and Stroke, at the urging of Congress, now lists 
fhl; S^nH$H^n'"t"<°?*„°^ P'*i°''^t<es, the level of knowledge about 

55i^«^« Jl*^ is rising, and twenty-three Senators and Representatives now 
nSTif c ! Hf'/S'".' approach to the problem - a national plan - 

and nave so indicated by co-sponsoring legislative proposals along those Vines. 

lH*^ kJ?'^? Epilepsy Foundation of America has, we believe. 

r5 J • awareness of the disorder, and raised the consciousness 

iivSr;is"i?"ip?iSij.'*°' °^ ^^^^^^ ^ ^ 

U has entered into closer relationships with voluntaries serving other 

n!l ^i'*!"''^!'''/"'^^^ Cerebral Palsy Association, Inc., 

•nd the National Association for Retarded Citizens. All three groups signed 
« statcmer.t of cooperation last August. si>vuh» »igncg 

liaison with federal agencies with epilepsy-related services. 
Although a joint sUtement of Intent with the Rehabilitation Services Agency 
signed In 1969 has not yet produced all of the rehabilitation progress initially 
?S^c«. 5?J5*" Pasttw years a greater understanding has grown, and 

the Foundation finds vocational rehabilitation officials at federal, state and 
local levels more cognizant of epilepsy and its problems than ever before. 
The Foundation believes that this new understanding is at least partly due to 
\r .1^'"'* ' recent speech of Texas Vocational Rehabilitation Coimissioner 
Jess Irwin seems to confirm this. 
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Following the practice of other voluntaries in the field, the Epilepsy 
Foundation of America has helped its chapters learn how to apply for funds 
to provide needed services for people with epilepsy. In 197U the first year 
in which federal money was available to help people with epilepsy, only 23 
chapters filed successful applications for funds. A lack of expertise in 
very younQ organizations was the reason; the result was that the intent of 
Congress, that is, that people disabled by epilepsy should be served, was 
not generally met. Only about seven percent of funds appropriated to serve 
three neurological disorders (mental retardation, cerebral palsy and epilepsy) 
was actually benefiting those with epilepsy. The Foundation, in Its role as 
advocate and spokesman for the rights of those with epilepsy, pointed this out, 
and set about helping its chapters document the needs, design the programs and 
prepare the applications in proper form. 

The result was that the number of successful grants almost doubled. And, of 
course, that meant a concurrent increase in the number of people served. This 
is an example Of how a national organization functions to obtain needed services 
fov* its population^ Furthermore, Division of the Developmental Disabilities 
has recognized the importance of imparting more infonnation about epilepsy to 
the State Councils passing on DDSA state plans, and is currently holding a 
series of teaching institutes on epilepsy in the various regions. EFA provides 
support, speakers and assistance as requested for these meetings. We believe 
such cooperative activities wholly appropriate to a national organization, and 
believe that their existence, and the growth of others like them* to be in the 
American tradition of what the national headquarters of a voluntary agency does 
in our society. 

Roint of View 

In 1972 EFA held a Chapters Workshop with 280 citizen-volunteers from every 
state in the Union meeting h^re. The full page advertisement which appeared in 
the April 12, 1972 issue of the WASHINGTON POST had this to say among other 
things: 

"Today, at the Washington Hilton, a three-day national workshop 
begins to take a new look at an old — and tragic — problem. One 
tnai involves grief and anguish for the 4 million afflicted ... and 
for their families. One with a cost to our society which is 
colossal . 

"... we and our delegates have a huge — and complicated task 
ahead of us. 

"We come not to petition the President. Nor the Congress. For we 
believe that they are keenly aware of the problem and of their 
responsibilities. We believe so because our people are members of 
Advisory Councils for many governmental agencies ... ranging from 
the National Institute of Neurological Diseases and Stroke to state 
and national councils for HEW's Developmental Disabnities Division. 

"And, to the extent — and in the manner — proscribed by present law, 
our staff nembers have long been active in providing governmental 
officials — upon request with information and statistics relating 
to the epilepsies. 
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"We come rather ?s yo^lunteers with the firm conviction that the 
proble ms of epilepsy ^-like most o f_o ur natio n^s probl ems w 1 1 1 
ulUmat ely be solved by ind1 vidua Pactions and attitudes In lo cal 
conmuni tlesT ^' 

That is still the approach to which this organization Is conmltted. 
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4, THE MANAGEMENT OF EFA 



EFA Is, essentially* a confederation^ 

To one degree or another, millions of persons with epilepsy, millions of 
their friends and the members of their families, 40,000 members of local 
EFA chapters (there are currently 164 in the United States), 2,142 officers 
and directors of local chapters, 575 members of local Professional Advisory 
Boards, at legist 60 agencies of the federal government, at least 130 agencies 
of state governments,, nearly 200 professional societies and voluntary organi- 
zations, 50 members of the national Professional Advisory Board, 43 members 
of the National Board of Directors, 199 paid staff members (138 1n the chapters, 
61 In the National headquarters) and a number of other entities and/or people 
are Involved in the "managcmenf* of the Foundation, 

Whether one manages such a universe or is managed by it, is an Interesting 
question. For, to a considerable extent, the situation is not unlike "laying 
track in front of a train going ninety miles an hour," 

EFA, of course, is a voluntary health organization and most of Its activities 
and work are carried on by unpaid volunteers who contribute of their time and 
talents In a variety of ways. 

But there are Certain common denominators applicable to national, state and 
local levels, 

EFA Components, Allied Organizations and How They all Work Together 

Essentially, the main components of EfA consist of a natlon^^l Board of 
Directors, national Professional Advisory Board, a Headquarters Staff, 
Regional Offices, and a Chapters Network, Across the country EFA is also 
much Involved In a number of Professional and voluntary organizations, the 
most important of which are probably the American Acadeny of Neurology, the 
American Neurological Association, American Medical Association, the American 
Epilepsy Society, United Cerebral Palsy Associations, and the National 
Association for Retarded Citizens^ It Is also involved with numerous 
governmental agencies. All of ttoseshare a concern for the person with 
epilepsy. 

They work together with us through liaison, frequent contact and mutual 
respect. 

EFA ''Governing,^ "Advisory" and ''Implementing" Bodies 

In «11 instances a volunteer Board of Directors is the governing and policy- 
making body with ultimate responslbllty for formulating general objectives re- 
lating to programs* staffing, financing In fact every aspect of Foundation 
«ct1f1t1es by the unit involved. 

In all instances a volunteer Professional Advisory Board Is the advisory body 
providing active, authoritative guidance and direction in the design an cf oper- 
ation of programs. 
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In all instances, paid staff is the imp lementinf) body primarily responsible 
for carrying out the resolutions and^ diVecti ves of the governing and advisory 
bodies ... although the bulk of the actual work 1s done by volunteers. 

Hanaciomont of the National Headquarters Orgv^niration 

The overall structure outlined above is found in its most developed form 
here and should perhaps be further described: 

One of the first acts of the new organization was to conanission the manage- 
ment consultant firm of D002, Allen & Hamilton to conduct an organisational 
study and to arrive at recoiiwendations in regard to staffing and methodologies. 
The study was conducted by Dr. Robert Hamlin who earlier had done a definitive 
study on similar organizations for the Rockefeller Foundation. His assistant 
was Maurice Arth, who later served on the EFA Board. The recommendations 
were subsequently adopted by the Board and have survived — with relatively 
minor changes — into the present, although structure has since been studied 
and reviewed by many others* 

National Board of Directors and its Cormiittees 

Present conrnUtees of the Board, which meets at least twice a year. 
Include: Fund Raising, Chapter & Field Services, International Re- 
lations, Research I Professional Education, Public Information and 
Education, Government Liaison. Vocational Rehabilitation, Gas Liquid 
Chromatography, Finance, Leg^l, Nominating ... and the Executive Comnnttee, 
which meets at least twice a year (in between Board meetings), and is 
authorized to act for the full Board. 

For further details, see the document entitled '*FFA Bylaws and Board 
Cnrmittee Practices." A complete list of names and addresses of 
Current national Board members is attached to this section. 

National Professional Advisory Board and its Conmittee s 

The full Board meets at least once a year and its Executive Committee 
meets at least once. In addition to the Executive Committee, committees 
of the PAB Include: Medical-Legal Insurance Committee, Research, 
Fellowships and Training Grants Committee, Publications Corrmittee, 
Membership Committee, Government Liaison Committee, Inquiries, Referral 
and Information Center (Library) Committee, Speaker's Bureau and 
Seminar Committee, Chapters and Service Development Committee. 

For further details, see the document entitled "PAB Bylaws and Guide- 
lines." A cot^plete list of current members of the National Professional 
Advisory Board and their principal affiliations — is attached to 
<'his section, 

EFA Headquarters Staff and Headquarters Departments 

The headquarters staff presently consists of 61 people. The planning 
(and delivery) to those with epilepsy of the many kinds of services 
needed, as well as transmission of many kinds of Information to a wide 
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range of "publics", is undertaken by six interrelated departments, 
each headed by an executive director or deputy director: 

ADMINISTRATION AMD FINANCE: (21 people all) which has been 
headed by Associate Executive Director Brig, Gen, James A. Shannon 
USAF (Ret.) is responsible for: Budgeting; financial reporting; 
accounting; personnel management and orientation; office nwinagenient, 
work flow, record keeping, contribution processing (8 people). 
Patient Correspondence (4 people) and other functions. 

COMMUNITY SERVICES AND CHAPTER DEVELOPMENT: (12 people) which is 
headed by Associate Executive Director Don L. Organ, formerly 
with the National Easter Seal Society, is responsible for: 
Regional Office management; chapter organization and development; 
development of guidelines and standards for chapter management 
and services center; furnishing services for all chapters in all 
six areas of EFA activity, including counsel on fund raising. 

FUND RAISING: (8 people) which is headed by Executive Director 
Thomas M, Ennis, is responsible for: Campaign planning, direct 
mall solicitation; approaches to foundations, industry, welfare* 
oriented organizations and individuals for larger gifts; develop- 
ment of materials for chapters; continuing analysis of fund 
raising opportunities and directions. 

GOVERNMENT LIAISON AND NEW PROGRAM DEVELOPMENT: (6 People) which 
is headed by Associate Executive Director Dr. Leonard G. Perlman, 
formerly with the National Institute of Mental Health, Is. responsible 
for: Information/action exchange with federal, state and local 
government agencies; liaison with government in legislation, re- 
search programs, social services, and rehabilitation programs; 
statistical studies; development of EFA "positions papers" on 
many aspects of epilepsy as a medical and social problem; and 
management of EFA library and information center. 

PUBLIC INFORMATION AND EDUCATION: (7 people) which Is headed 
by Deputy Director James E. Gonr.an. 1$ responsible for: Develop- 
ment of information/education themes and positions; creation of 
information and educational materials, literature films €xh1b1ts, 
broadcast announcen«nts, press relations. Including news for 
general and specialized press and broadcast media, and development 
of articles; news-making special events and activities; speaker's 
bureau, aid to chapters in all areas. 

RESEARCH AND PROFESSIONAL EDUCATION: (3 people) which is headed 
by Dr. Roger W. Buddington, formerly with the National Institutes 
of Health, who is responsible for: Fellowships, research and 
training grants programs; professional and paraprofessional seminars 
and conferences; liaison with medical profession and related pro- 
fessional societies; guidance to staff on medical/scientific aspects 
Of epilepsy, in cooperation with EFA's Professional Advisory Board. 

All departments currently report to the Executive Vice President to whom 
also report an executive secretary, a special assistant, legal counsel and the 
organization's auditors. 
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cSJr^'nSJ'Lf 5?*Jttr'J5^ t'T"' TV^^"^ ""'^ Staff" .hich. although 
►lanacjCRient of Local Chaotgr!. ..nrt sta to Organization s 

Se bvlawfTf\K^ '"'^ organizations Is In accord with 

SSriSi statoV''°R«i^^?'"'^"^°" ^^'^ ^'^"^^ appropriate bodlerin the 
Nl^h Affiltfft^n J«l"'°"t''iPS «ith the National Headquarters are In accord 
NUh Affiliation Agreements du1>' executed by local and national officer* 

til ree' Jo™'"wMrh°:^'"'"'^°"'' ^"'^^^^'^ deta?l" see cop?eTor 
ii^Tn^^^^::^^'':^^^^ Subco^1ttee^taff. along 

gn^illate Chapters are Req ui red to fteot thP Fnl l owlno Oroan1.aM»n.i 
Jan1e"o'f°JrS;^?r?o%S' "° "^"^ "^^"^^ '^^^'^ - 

t^:^^ s?i^r^ "° ^^^^ -"^-^ • 

^' C^cp'^r^idf consisting of the chapter president, 

c ";t«" f aLin^rH'^'ri ^""^ committee 

« ir!,^^ L '^'^iS-^'' committee chairman may also serve 
as any chapter officer except president,)- 

4. A inininium of the following committees: 

a. Fund Raising Committee 

b. Program Committee 

c. Finance Committee 

d. Nominating/Membership Conmlttee 

e. Information and Education/PubMc Relations Conmlttee 

f. eovernment Grants Coitmittee wninin.ee 

5. Articles of Incorporation; 

6. Bylaws which are compatible with EFA Bylaws; 

S«t1 0^501 ?5?rr> nf ; voluntary organization under 

iecvion 501(3)(c) of the Internal Revenue Code; 

-n^It. »"riS EFA headquarters of any recent changes In local 
'•egulations concerning fund raising and the oper- 

JiiuE™?ttfH"??'P:°^^^' organization. They should be 

rwubmittcd if changes have occurred since gaining Provisional 

9, A chaoter bank account with cash flow of no less than $2,000; 

lr!''i T*^' P«"rr^"t of^<« with listed telephone and a 
paid or volunteer staff capable of maintaining 9:00 a.m.. to 
5.00 p.m. hours. Monday through Friday. Sufficieit storaae snacp 

rf'^n%rr' "'i' *"PPHes and a sta ter ISpjr 

of all EFA standard literature; »uhki/ 

11. A non-profit postal permit frofr. the local post office; 
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12, Execution of the tOnnal EfA Affiliation Agreement with tho 
following attachments; 

a. List of Board members, officers* and members of the 
Professional Advuory Board*, 

b. list of catr.ittees and chairmen; 

c. Copies of Chapter's Articles of Incorporation, Bylaws, 
IRS determination of tax-exempt status, and state and 
local fund r^^lsing/iton-proflt, voluntary organization 
regulations (If no regulations exist, a letter to this 
effect inust be Included.); 

d. Written details in letter form covering bank arrangements 
and balance, office address and telephone, paid and 
voluntary staff, storage facilities, and non-profit postage 
permit; 

e. Annual EFA affiliation pd>^nt of 2S* of annual income; 

13. Provision for a non-voting membership. 

Provisional Chapters are Required to Fulfill the following 0rgani7at1onal 
Criteria 



The local group must have completed initial plans for the following programs: 

1. Comnijnity Resources Survey 

2. A Public Info'^iiation and Education Program 

3. A Patient Inforiration and Referral Program 

4. Participation in a School Alert Program 

5. Participation in National Epilepsy Month 

6. Chapter Speakers' Bureau 

Written Working Guides and other information aids are available from EFA 
Regional Offices to help chapters develop the above programs and others, 
And^ of course, the Regional Manager and s^^lalists from EFA headquarters 
provide personal assistance when needed* 

State Organizations are Concerned Primarily with these Three Vital Functions : 

First: Because Federal funds are being distributed more and more 
through state agencies, the epilepsy movement must be in a position 
to obtain formula grants such as DOSA, Such Federal funds are 
allocated to the states » which in tum» use broad discretionary 
powers In disbursing these funds to local health organizations. 
To ensure that those persons with epilepsy within a state receive 
their fair share of Federal funds, it is essential that all EFA 
chapters in a state cooperate and coordinate their efforts to 
obtain such funding. 

Second: It is important that state legislatures be aware of the * 
needs of those with epilepsy in their states. The state organi- 
zation has an advantage in handling legislative contacts at the 
state level » working for and with the chapters to remove or revise 
inequitable legislation and to supply expertise for new legislation. 
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Thlm; As the chapter establishes an active governmental 
liaison progiam as well as an effective community educfltlon pro- 
gram, ihe lEilefisv movement vtlthin a state must be able to speak 
i* Sns. unlfieci v^. 5taieTr5nrnTtroWerT5"caT chap tiFs"^ — 
statewide stature and strength vis-a-vis the state government 
with Ui numerous facilities and services for the handicapped. 
State EFA organizations can also amplify the voice of the local 
Chapter In implementing programs of the national organization. 

Other activities of state organizations are by agreement among 
the chapters in a state. There could well be other functions such 
as minor administrative activities or statewide publicity campaiqns. 

ll "f^'^"* ^" •'"'"''^"S government*, 
professional staff should always be employed and office facilities 
ntusi De obtained. 

Volunteer Position Guides and Time Sheets 

Written job descriptions and time sheet forms as well as an equivalent 
salary scale hdve been developed for key volunteer duties m local chapters. 

Chapters Current Classification of Local Organization 



Full Affiliates 77 

Subchapters 4 

Provisions 25 

Information Contacts 57 

Cooperating Organizations 1_ 

Total Local Organizations 164 
Management of Regions 

It would, periiaps. be more accur^ite to speak of liaison, of services to 
inc chapters In a region, of public Information and education activities 
carried on with TV stations^ radio stations, newspapers, service clubs, 
and of t^e establishment of linkages with medical schools, neurological 
clinics, sheltered workshops, and a wide variety of agencies of city, 
county, state and federal governments. 

None of the foregoing are adequately described as "management." 

But these activities are carried on by five (5) regional offices at the 
locations indicated, and staff with the follovilng people: 

Boston Regional Office (HEW RESIGNS I I 11} 
Joseph Quinn, Regional Manager 
Martha Jenkins, Regional Secretary 

Atlanta Regional Office (HEW REGIONS III & IV) 
M. Duane OS trom, Regional Manager 
Levona Buchner, Regional Secretary 
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Houston Regional Offi ce (HLW RLGIONS VI & VIII) 
Sue Stum, Regional fen a ge r 
Frederick J. Ross, Regional Fund Raiser 
Sally McCown, Secrfetdry 

Chicago Repional Office (HtK RCGIONS V & VII) 
Arthur 6. Petry, kcglonal Manager 
Nancy J. Conibic, Regional Secretary 

Los Angeles Reg ional Office (HEW REGIONS IX I X) 
Charles C. Stevenson/' RegTonal Manager 
Helen Chalker^ Regional Secretary 

This field staff Is presently augn^ented by five (5) headquarters execu- 
tives v<ho are In the field to accelerate the accomplishments of current 
objectives and to update theli' knowledge of local situations. For 
further details see March 1974 Issue of NATIONAL SPOKESMAN. 

Volunteer and Paid Consultants 

To augment both staff and law expertise, the Foundation utilUes, from 
time to time, on an "as needed" basis, a wide variety of specialists 
at both the national and the local levels — in lieu of adding additional 
people to staff. Some of these work without compensation but most are 
paid. The current list of such professionals Includes: Director of 
Program Planning and Evaluation, Harry Sands, Ph.D.; Social Work, 
•Anthmy Arenglo, Ph.D.; VoluTitecr and Staff Training - Interpersonal 
Relationships, Hans Schemer; Bio-Statistics and Epidemiology, Leonard 
Chiazze, Jr., D.Sc; Psychology, George Goldin, Ph.D., and Lawrence 
E, Schlesinger, Ph.D.; Rehabilitation, Gt-orge Wright, Ph.D. 

EFA Priorities and Objectives and How They are Arrived At 

The starting point Is the person with epilepsy. But over and beyond 
this, both formal and informal surveys are utilized. Plans are formu- 
lated by Board committees and periodically plans &re tested against 
various constituencies. For example, sec "^What's Your Opinion?'* poll 
Ust done in 1973. 

It is Interesting to note how closely the expenditure allocations 
Suggested agree with the results of this opinion poll as Indicated In 
the table on the following page: 
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GENERAL FUND fiUDCET ANAl VSIS 



Cation IN<t(0>)«l 



\ot NAI ki'tnl tunh 



6C)v«>iiAifnt 



101 At 



10% 



^0% 



!0S 



lOOV 



Von 



2\% 



70% 



1B% 



The Shifts in the above recotnmended by d select committee of the Board — and 
later endorsed by both the Executive Conmittee and the fuVl Board — fonn the 
basis for the priorities and allocations currently being followed. 

Forward Planning 

PicHodically usually every two years — EFA develops a "Three Year Forward 
Plan,** a detailed three-invh thick compendium of goals and projects and the 
docwnentation as to why and how they are being undertaken, 

A sunmary Digest is also prepared (see printed sheet entitled "The Next Three 
Tears** publishe.i in late 1973). To-date 92 copies have been requested by 
Other non-profit organizations anxious to improve upon their planning processes. 

tfA Budgets How Developed and Controlled 

Mans begin in various conroittces on or about August 1 and Input on all budget- 
ary requirements are consolidated by the Program and Long Range Planning 
tawnittee during late August. Priorities are assigned and meshed with revenues 
likely to be available. 

The Finance Conwittee of the Board then reviews the resultant plan for fiscal 
soundness by mid-September and the completed budget and plan for the following 
year is assembled by October 1 for review and approval by the Executive Committee 
at its customary late November or early December meeting. Executive Committee 
reconwendations are then approved by the Board of Directors usually in early 
Oecember. 
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Budgets Arc constructed by Hodlth Council classifications, by dcpartJncnts and 
IndWidual prajects. Accounting codes are assigned to all projects. We would 
concur ^ith Arthuf Oack Grimes of the National Health Council, however, that 

Since %<m of the activities undertaken by many voluntary health and 
welfare organizations ultimately, necessarily and properly simultaneously 
serve the program objectives of an agency as woVl as Its management activities 
and the raising of funds to carry on these othor functions, it may not be 
possible, even with the most meticulous accounting, to completely is>olate and 
p^recisel^ report all of an agency's expenditures for ai.y single function, whether 
it be fund raising, nianagemont and general, or a particular program service/ 

All projects are assigned to headquarters departments for Im^^^ementation 
and an budgets are reviewed at least monthly. 

All purchasing is by written purchase order, contract or letter of agreement, 
Expenditures in excess of $600 are normally covered by at least three 
competitive bids unless the materials or services are unique or there is other 
good reason for waiving this requirement. All checks in payment of Invoices 
require two signatures* 

For further details see printed 1974 Operating Budget. 
"Wake" or *^Buy" D ecisions 

In all aspects of Its operations the Foundation seeks to maximize the effective 
and efficient use of its resources. Each request for services is analyzed to 
determine whether it would be more advantageous for the Foundation to provide 
that service from its •*in-house" capability - when staff time is available — 
or w^ether it can be most economically and efficiently purchased from outside 
sources^ 

Departmental and General Staff Meeting s 

In order to encourage comnunlcatlon between departments, a lot of planning and 
effort goes into the weekly Monday morning staff meetings. A review of the 
significant events of the previous week is given by each department head as well 
as a status report on the var1o>i projects within his department, A summary 
by departjnent is kept on corkb ard within the meeting room so as to provide a 
ready reference to each asslg.iTftent. Notes are taken during the meeting and 
follow-up memos are sent to the department head. Currently, each of the staff 
meetings is attended by one of the Regional Managers, on a rotating basis, thus 
giving them the opportunity to keep abreast of the developing activities and 
projects being conducted by headquarters. 

Departmental meetings are held from time to time depending upon the need 
of the department. This is usually weekly. The Chapter's Department has at 
least two meetings of the Field Staff each year, usually lasting several days. 
Procedures and policies are reviewed and input by the field is utilized to 
appraise the effectiveness and appropriateness of headquarters activities from 
the chapter standpoint. 

Reports to Volunteer leadership 



The volunteer leadership of the Foundation is kept apprised of the activities 
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of U»e vorlDui vlepartitiptiti hy i.H.vans of Honihly Reports , prepared by the Gih 
of each iBonth l>y the U-ads of each dep«rli>K.,a Th^ report ii hoth a rovkl of 
var,ow. oft.90lng projects wUhin the department and a previei of activH « 
or prolili-ws as ioen by the staff pecson. •cnvines 



Il!os"'1h/d^ii!J*'J.^^^'\ '''''' '•^f^^ ^'"^ foundation arc confronted are masslva 
anr^oJr .,n! nc^''' ^""^ ^° '•"P°"<1 quickly to problemr 

Trt r^n-^^r^H 3wv5o.«c. Cenuinc dodkaiion and a dosire to help others 

are required along wUh Increasingly speciaVijcd profw&lonal knowledgS. 

ul i^nv'^^ f complish all we intend. Nor all that is expected of 

ai the daily mail makes clear. Nor Mill we ever he That r»*i«t« <. 
dccoplod ly somt., but becoaioi burdehsoiiu.. to other!. ^ 

Som^irrr^nl''!?"'!''*'''*^^?"'' ^^'^ '^""^^ °^ ^^•'"'•e of itaff members would 
apiv.li to compare favorably with other organizations. In analyzing all rcadilv 

average tenure o all employees over employed by CFA is 2,7* years Avoraoo 
tenure of 61 en.pioyees presently on staff is 2.8+ years. ^ 

DAte « Still on PayrolJ^ 

1968 (and prior) 13 

1969 I 

1970 4 

1971 o 

1973 27 



1974 2 



National Health Council advises no comparable figures are available In this 

fndUatSslhToi 'rl\'^°: ''''7' publication'»Emp?o^lt and ar s») 
1« K?^ ^ SS^'^"^ f^O"'''^* fo'' nondurable U.S. industry to Currently be 49 
new hires per 100 employees per year. wurreniiy oe 

Staff training is of crucial importance and EFA utilizes a variety of resources 
Including staff lectures by nationally known authorities - whenmr til^ |!e"lts. 

EFA utilizes employment counselors and personnel recruiters extensively rather 
lutlut'l"?. ^T^' «^°*"9.^"Ch work actually on the EFA staff. Ssu ar^'as 
publ shed ty these organizations. As a general rule, the search for high 
9«J'!y,r^^'' 11}^ 'P"^' credentials takes longer .: and costs rore ?. th.n 
for routine positions. It is EFA's intent to continue to use such TesourcS 

Staff compensation and personnel policies tend to be patterned after 
M^r.\ti°l government with due regard to National Health Council ijbles 
applying to organizations in the "$2,000,000 to $10,000,000" range For further 
nformat on see National Health Council tables on s aff ceienmlon and the 
1974 edition of "Association Executive Compensation Study" published by the 
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Ainerkan Society of Association Executives, 

Supplier and Prospective Supplier Proposals and Relationships 

Like every organization* EFA Is besieged by vendors anxious to sell their 
wares. To the full extent time permits, these vendors receive careful consider 
ation but not all achieve — or maintain our custom, EFA standards for 
quality and service are high* All work done for EFA and relationships with 
those suppliers are available for Inspection by the Subcommittee, 

Management in Summary 

The activities of EFA are complex but our philosophy in this area can perhaps 
best be expressed as: muke something happen for perso-ns with epilepsy » 
make it happen now. 
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Frod Abraftis» President 
Mercury Electronics Corporation 
315 Rdslyn Road 
Hlnoola, New York 11501 



Mrs. Shell • Abrams 
240 Bayberry Drive 
Hewlett Harbor, Now York 



11557 



Peter Adams 

1545 Wilshire Boulevard, Room 700 
Los Angeles, California 90017 

Harty AUert 

c/o John Mtfcci 

9220 Sunset Boulevard 

Los Angeles, California 90060 

James A. Ant ry, Editor 
Better Homes and Gardens 
1715 Locust Street 
Oes. Moines, Iowa 50303 

H. Norman Atkins 
2779 •♦B" 

Clalrmont Road, N.E. 
Atlanta, Georgia 30329 

Harold Babbitt 

2121 Virginia Avenue, N.W, 

Washington, D,C. 20037 

A,B, Baker, N.D. 

Regents* Professor and Head 

Department of Neurology 

University of Minnesota Medical School 

Nayo HemorUl Building 

Minneapolis, Minnesota 55455 



Uilllam F. Cissady 

P,0, Box 245 

Boca Raton, Florida 



33482 



Mr, John F, Creamer 
319 Munson Drive 
Syracuse » Net* York 13205 



David Curtis 

192 Collegv Street 

Burlington, Vermont 



David D. Daly, M,D, 
Professor 

University of Texas 
Southwestern Medical School at Dallas 
5323 Harry Mines Boulevard 
Dallas, Texas 75235 

F , Arnold Daum, Esq, 

Cahill, Gordon. Sonnett, Reindel and Ohl 

BD Pine Street 

New York, New York 10005 

N, Knowles Davis, Vice President 
Tennessee Gas Transmission Company 
P,0. Box 2511 
Houston, Texas 77001 

Ncal Gilllatt. Vice Chaimjan 

The Interpublic Group of Companies, Inc, 

1271 Avenue of the Americas 

New York, New York 10020 



Mrs. Ellen R, Grass 
77 Reservoir Road 
Quincy, Massachusetts 



02170 



Robert M, Green, Esq. 
Freldman and Koven 
208 South LaSalle Street 
Chicago, Illinois 60604 

Paul D. Holland, Esq. 

1860 Century Park East 

Los Angeles, California 90067 

Benjamin Jeffries, M,D. 

19959 Vernier Road 

Harper Woods, Michigan 4B225 

Thomas E. Jenks, Esq, 
Lee, Toomey and Kent 
1200 18th Street, N.W, 
Washington, D.C. 20036 

General Michael B, Kauffman 

4466 Ablnadi Road 

Salt Lake City, Utah 64117 



05401 
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Howird R, Koven, Esquire 
FreldMn and Koven 
208 South LaSalle Street 
Chlcaso* nilnols 60604 

Hiss A9r«s H. Marshall, R.N. 
13S9 N» Lakeshore Drive 
Chicago, Illinois 60611 

Rober J. Maxwell 

3630 South Narcissus Way 

Denver, Colorado 80237 

George Neany, President 
AFL-CIO 

816 Sixteenth Street, N.W. 
Washington, D.C. 20C06 

K. Houston Nerrltt, H.D. 
Dean Emeritus 

College Qf Physicians and Surgeons 
Columbia University 
710 Uest 168th Street 
New York, New York 10032 

Nrs. J> Gordon HI 111 chap 
President, Women's Auxiliary 
Chicago Metropolitan Chapter • EFA 
229 East Lake Shore Drive 
Chicago, Illinois 60611 

John T. Murphy, President 
AVCO Broadcasting Corporation 
1600 Provident Tower 
Cincinnati, Ohio 45202 

Frederick O'Neal 

Actor's Equity Association Union 
166 We^t 46th Street, Suite 1414 
New York, New York 10036 

John E. Nardlnl, M.O. 
The Matergate 
2650 Virginia Avenue, N.W. 
Washington, D.C. 20037 

ThOMS 0*Nt11, CPA 

3900 Wisconsin Avenue. N.W. 

Washington, O.C. 20016 



George E. Orwig, M, Elsq. 
460 Market Street, Room 416 
Williamsport, Pennsylvania 17701 

Gene I. Pulliani 

Vice President & trust Investment Officer 
The Rigg^ National Bank 
800 17lh Street, N,W. , Room 402 
Washington, D.C. 20036 

Frank Risch» Ph.D. 
Wadsworth Hospital Center 
Veterans Administration 
Sawtelle and Mil shire Boulevards 
Los Angeles, CaVifomi a 90073 

Adolph L. Sah% H.D. 
Professor and Director 
Department of Neurology 
Collet of Medicine 
University of Iowa 
Iowa City, lowa 52240 

Rober Stone 
Executive Director 
Blythedale Children's Hospital 
Valhalla, New York 10696 

Madison H. Thomas, M.O. 

330 Ninth Avenue 

Salt Lake City, UUh 84103 

Alfred N. Watson, Ph.D. 
64 Hereford Road 
Bronxville. New York 10708 

James MacDor.ald Watson, M.D. 
Cascade Medical Center 
Post Office Box 25191 
Portland, Oregon 97225 

Mrs. ^yron Well 

6464 South Shore Drive 

Chicago, Illinois 60615 

William B. Woodruff, President 
Nebraska Epilepsy League 
7101 Mercy Road, Room 316 
Omaha, Nebraska 68106 
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Hr$. T. BrOyhill 
4869 35th Ro«d North 
Arlington, Virginia 

John W. West 

3140 N.W. First Avenue 

Pompdno Beach, riorldd 



33064 



Henry Lewis, HI 
Jupiter Industries 
450 Park Avenue 
New York, New York 10005 

Mrs* Fred S. Markham 
P*0. Box 111 

Balboa Island, California 92662 



Mrs. Mazlebelle Markham 

Smoke Tree Ranch 

Palm Springs, California 



92262 



HONORARY DIRECTORS 



Frank Blair 

National Broadcasting Cotnpany 

"Today Show" 
30 Rockfeller Plaza 
New York, New York 10020 

The Honorable Margaret Heckler 
U.S. House of Representatives 
Washington, D.C. 20515 

Tile Honorable Joel T. Broyhill 
U.S. House of Representatives 
Washington. D.C. 20515 

Charles L. Andes, President 
Franklin Mint Corporation 
Franklin Center, Pennsylvania 

Tht Honorable Reubin Askew 
Governor of the State of Florida 
The Capitol 
Tallahassee, Florida 



The Honorable Peter Dominick 
United States Senate 
Washington, D.C. 20510 

The Honorable Robert B. Mathias 
United States House of Representatives 
Washington, D.C. 2051S 

E. Douglas Kenna, President 
National Association of Manufacturers 
1776 F Street, N.W, 
Washington, D.C. 

The Honorable Barbara Jordan 
U.S. House of Representatives 
1725 longworth House Office Building 
Washington, D.C. 20515 

Mr. Bernard J. Imming 

Executive Vice President 

United Fresh Fruit and Vegetable Association 

1019 19th Street, N.W. 

Washington, D.C. 20036 
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Suite 406 
1828 L Street, H.Vl. 
Hashtngton, I). C, 20005 



Robert B, Aird, M.O. 

University of CalifornlA (415) 665-4233 

School of Kcdicino 
Oepartn.ent of Neurology i'220 
San Francisco, California 94122 

Alex 0. Arieff , M>0. 

Passavant Kenorial Hospital (312) SU7-1368 

Northvvtrstern University Medical School 
Chicago, Illinois 60611 

Jesse B, Barber, M.D. 

Head, Division of Surgery (202) 483-1500 

Howard University School of Medicine Ext. 470 

Washington, D, C. 20001 

Roscoc L. narrow, J.O, 

Hastings College of tJ.e Lav; (415) 657-044S 

University of California Qcnl. info, 

198 HcAllister Strrcit 
San Francisco, Caliiornia 94102 

Edv/ln B, Boldrey, H.D, 

Professor of NeurolOijical Surgery (415) 666-1081 

University of California 

School of Medicine 
Third Avenue and Parnassus 
Sen Francisco, California 9^122 

Benj-^min Boshes, M.O. 

Professor and Chain:ian (312) 649-8266 

Department of Neurology 

Northviestern University Medical School 

Chicago, Illinois 60611 

Louis 0* Boshes, M.O* 

Professor of Neurology (312). 663-7345 

Director, Consultation Clinic & ' ' / ' - 

Attending R i E . 
University of Illinois Cellcoe of Medicine 
Chicago, Illinois 60612 

Sidney Carter, M.O. 

Professor of Nourology (212) 579-5244 

Columbia - PresbytericiR Mcdlcu-r Center 

710 West 168th Street 

New York, New York 1U032 ^ 
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Gian EmiVo Chatrion, M.D. 

Associate Professo?* and Head ' (206) 543-.3104 

Division of Ercai'oenccphalography 

BB203. EEG laboratory 

University Hospital 

1959 Northeast Pacific 

Seattle, Washinoion 98106 

David B. Clark » M.D. 

Professor and Chairman (606) 233-5000 

Department of Neurology ' 
University of Kentucky Medical Center 
800 Rose Street 
Lexington. Kentucky 40606 

Maynard M. Cohen, M.D. , Chairman 

Department of Neurology (312) 942-5000 

r7!fi;^^!:^r^ . St. Luke's Hospital Ext. 5937 

1753 West Congress Parkway 
Chicago, Mllnois 60612 

Robert D. Currier, M.D. 

Chief. Division of f.'curolgoy (60I) 362-4411 

The University of Mississippi ^ ' 

Medical Center 
2500 «orth State Street 
Jackson, Mississippi 39216 

David D. DaTy, M.D. 

Professor (214) ME7^6?60 

uepartment of Neurology or MEl-3220 

University of Texas £xt 535 

Southv/estcrn fiedicol School at OalUs 
5323 Harry Mines Boulevard 
Dallas, Texas 75235 

Robert S. Oow» M.D. 

Head, Department of Hcurology (503) 229-7217 

Good Samaritan Hospital 
Portland,. Oregon 97210 

Gregory S. Ferriss. M.D. 

Professor of Neurology (504) 527-5444 

Louisiana State University Medical School or 527-5064 
1542 Tulane Avenue 
New Orleans. Louisiana 70112 

Francis M. Forster, M.D. 
Professor and Chairr?an 

Departnient of Neurology '(608) 262-1999 

University of Wisconsin Medical School 
1954 East Washington Avenue 
Hadlson. Wisconsin 53704 
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Omos F, Carre tt, Ph.D. 

Assistant Administrator . (202) 963-5223 

Research and Development 

Social and Rehabilitation Service 

U. Department of Health, Education and 

Ifelfarc 
Washington, D. C. 20201 

Gilbert H. GVaser, M.D. 

Professor of Ucurology (203) 562-1 161 

Ya1«? University School of Medicine Ext. 774 . 

333 Cedar Street 
New Haven, Connecticut 06510 

ni S. Goldensohn, M.D. 

Professor of Neurology (212) 579-1986 

College of Physicians and Surgeons 
Colttoibia University 
710 West 168th Street 
New York, New York 10032 

Warren V. Huber, M.D. 

Director, Neurol ogvf Service (202) 389-2511 

112 L Veterans Administration 
Central Office 
Washington, D. C. 20420 

Benjamin Jeffries, M.D. 

19959 Vernier Rood (313) 886-4420 

Harper Woods, ^sichirian 48?25 

Herbert R. Karp, H,D. 

Professor and Chief (404) 659-121? 

Division of Neurology Ext. 4094 

Emory University School of Medicine 
Atlanta, Georgia 30303 

Marvin C. Korengold, M.D, 

2141 K Street, N.W. , Suite 401 (202) 223-1450 

Washington, D. C. 20037 

Cesare T. Lombroso, M.D., Ph.D. 

Chief, Seizure Unit and Division (617)734-6000 

Clinical Neurophysiology 
Oepartwcnt of Neurology 
Children's Hospital I'edical Center 
Harvard University riedical School 
300 longwood Avenue 
Boston, Massachusetts 02115 

Reginalds. Lourie, M.D. * ' . : ^ 

Director (202) 265-2400 

Department of Psychiatry 
Children's Hospital of 0. C. 

and HlUcrest Children's Center 
•1325 M Street, N.U. 
Hd$hfngton» D. C. 20009 
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Agnes M, Kurihall , R.u. 
1 360 Lake Shore DiMvo 
Chicago, niinots 6C610 

Jerome K. Kcrlis, M.D. 

Professor, Nourolo^y end Clinical (301) GP8.6266 

Neurophysiology ^ ' dcud 

Oepartont of rieurolorjy 
University of fi^rylanci School of Medicine 
Baltimore, rUryland 21201 

H. Houston r:orritt, M.D. 

Dean EK!CriUi5 (^.px ro.n 

College of fhysidans c^nd Surgeons ^ ' 5/9^52^0 

ColuTibifl University 
710 West 161' til Street 
New York, (lew York 30032 

J. GorcJon ?:inicnap, t!.D. 

MA^ru^^r I^^V^^osy and Pediatrics (312) 707-7788 

Northwestern University Kcdical School 

and Chlldrct^s Kerorial Hospital 
720 North Jiiclii^an Avenue 
Chicaeo, Illinois G0G11 



John E. fJatdini, M.D. 

The Waternate i^n^K 

2650 Virginia Avenue, UAL ^ ' 333^1551 

Kashincton, D. C. 20037 

Erland Nelson, M.D. 

Professor and Head /^ni\ occ oaoa 

Departnient of fieuroloqy 955-8481 
University of r^aryland 

School of Medicin'? 
Bd1t1nx)re, Maryland 21201 

Desnond S. O'Doherty, M.D. 

Professor and Chairman roc 7i9r 

Departircnt of Neurology ' 0^t>-/l25 

Georgetown University ficdical Center 
3800 Reservoir Road, N.W. 
Washington, D.C. 20007 

James L, O'Leary, M,D. 

Professor of Ueurology (314) 367.r4Art 

"illoslTt AviXuT^'^ "''^"^ '''''' «5 

St. LouU, mssouri 63110 
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Frank Risch, Ph.D. 

Wddsworth Hospital Center (213) 478-3711 

Vctenins Administration Ext. 21 &7 

Savnellc and ;hlsh1ro Boulevards 
Los Angeles, Cdlifornid 90073 

J. Preston Rolb, M,D. 

Professor of lieurology - McGiU University 

Neurologist in Chief (514) 842-1251 

Montreal Neurological Ho^>pit6l 

3801 University Street 

^tontreaU P.Q.» Canada 

Augustus S. Rose» M,D. 

Professor of Kcdicii.e ' (213) 825-5521 

Division of Meuroloyy 
University ot California 

School of f'c^dicine 
760 Westwood Bu-lovard 
Los Angeles* California 90024 

Adolph L. Sahs» M.D. 

Professor and Hood (319) 356-1 61 G 

Department of Neurology Ext. 571 

University of lOua 
College of Kedicine 
Iowa City, lo./a 52240 

Richard P. Sch:r.idt, H.D. 

Dean, College of Medicine (315) 473-4515 

Upstate Kcdiccl Center 
State University of New York 
Syracuse, ^2w York 13210 

Robert Stone 

Executive Director (914} 592-7555 

Blythedale Children's Hospital 
Valhalla, New York 10595 

Harry E. Tebrock, M.D. 

Medical Director (212) 551-1476 

General Telephone & Electronics Corp. 

730 Third Avenue 

New York, New York 10017 

Madison H. Thonas, M.D. / . 

L.D.S. Hospital (801) 359-1744 

330 Ninth Avenue 
Salt Lake City, Utah 84103 

■ * ' * • * . 

Fernando Torres, M.D. ... 
Professor , (612) 373-B553 

Division of Neurology 
University of Minnesota Hospitals 
Minneapolis, tUnncsota 55455 
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A. Ur) Walker , M.D. 

Profcs^ior ot ncuroloyiCDl Surgery (301) 955*C40i 

John Hopkins UnivcvsiU>' 

School of Hod 1 cine 
601 north Broidwoy 
Baltinjore, haryUnd 2'i?05 

Anhur A. W^rU. Jr. . M,D. 

Professor and Chiairnuvn (206) M3-3573 

Depdrtment of Nour'ologiciil Surgery 
University of iJasliingion 

School of Hedicme 
Soatlle, Washington 9Si05 

Richard D. IMUor, M.O. * 

As^soclatc Profcr^&or of Medicine (213) 825-5647 

Division of Jtcurology 

The Center for tne Health Sciences 

Unlversny of Cal ifonila 

Los Angeks, California 9002^ 

Philip T. White, H.O. 

Asy.ociatc Dean (414) 272-5450 

The Medical College of Wisconsin Ext, 210 

661 Korth V6th Strt^et 
MilwduKec, Wisconsin 53233 

Dixon H. Woodbury, Ph.D. 

Departnrnt of Pnarmacolcgy (801) 581-7201 

University of Utah College of Medicine 
Salt lake Cny» Utah 3^»11? 

Melvin 0, Yjihr, M.D. 

Associate Doan - College of (212) 579*5241 

Physicians and Surgeons 
Dcportnenl of t^eurology 
Colunibia University and 

Neurological Institute 
710 West 16r4h Street 
Ncv^ York,. Ne.y York 10032 

I. S. Zfass, M.D. 

2602 Konun^ent Avenue (703) 358-2357 

Richmond, Virginia 23220 or 648-8353 
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Representing iho /unerican Academy of Neurology 
William I. Urnus, t^.D» 

Mayo Clinic (507) 282-2511 

Rochester, Hinncsotd &&901 genl. info. 



Representing the American Phdi'maceutical Association 
Robert K. Cha1mc»rs, Ph.D. 

Professor of Clinical Pharmacolojy (317) 749-€ni 

Purdue Unlvorsity genl. Info, 

LafaycttLs Indiana 49707 



Representing the American Publich Health Association 
Rdyiiuond L, Sattler, Pham. D, 

Special Assistant for the Administrator for Youth Affairs 
Health Services and Kcnia] Health Administration 
Ppblic Health Service, HIW (301) 655-ACOO 

Rockvillc, Maryland ZO^hZ genl. info. 

Representing the Aiierican Rehabilitation Counseling Association 

Daniel Sinick, Ph.D. 

CoordlnCitor of Reh^MUtation Counselor Education PrO(:rom 
George Ifashingtcn Utilvc-rsiiy '(202) 676-CCOO 

Washington* D. C. 2O0G6 

Represeiiting the An;erican Society of EEC Technologists 

Marvin Sams, R.EE6 T. 

Ohio State Universtiy Hospitel (614) 422*6446 

College of t'.ediclne Facilities genl. info. 

410 East lOvh Avenue 
ColutLbus, Ohio 43210 

Representing the Child Neurology Society 

Jack Hadscn. M.D. 

Department of Pediatrics (801) 766-6022 

University of Utah Ext. 230 

University r'edical Center 
Salt Lake City, Utah 84112 
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Rcpre^entiny the National Institutt^ of KouroloQkal Diseusei and Stroke 
lUirray Golduein, 0.0. 

Oircclor, D.tramural Progrjm (301) 656-^4000 

Associ.io Dirictor g^nl. vnfo. 

Nalicnci n^^tuuie of f^^ui^cloiilcal DUcasos and Strode 
Bethosda, Kary Ivind 20014 

Representing the Notional education Association 

Hary Pcderson, PMAl. 

School Iwrsos Ors^inudtlon of Minnesota 

St. Paul, Minr.cSOld 65116 

Representing the Ndtional Institute of Mentdl Health 

Frank M. Ochberg, M. D. 

Acting Director /on?) 655-4000 

Division of Mental Health Service Progrdms 
Nationdl Institute of Ncntdl Health 
5600 Fishers Ldne 
Rockville, Maryland 20852 
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BASIC f-f A ACCOUNTING 

(Statemont of H. Leroy Smith, Controller) 

As In « Urqe number of organizations, the accounting function serves three 
•lijor purposes that ic (1) to deposit and account for cash, (2) to over- 
See the disbur^enieht of fundi, and {^) to sumu^ruo data on the foundation's 
ftnanclal condition for use by inanagen^eni as well as the public, governments, 
•nd other external groups for their varied uses. These objectives are to be 
iccomplished with a minimum of cost since the Investor (donor) usually 
considers those expenditures as a "necessary evil." The result is the 
development of the "matcriaV criterion ^Nhich* in essence says that those 
tApvndltures on the accounting function are proper to materially perform Its 
•ijor purposes. This is what we are attempting to accomplish. 

The deposit Is prepared in the processing room, where there are a number of 
controls to protect the funds. An annorcd car service is used to collect 
the mail from the post office and to take the deposit to the tank. There 
•re TV cameras In this processing room with two monitors. Strict rules have 
been promulgated concerning access to the processing room and on the handling 
of funds by the processors. 

On the disbursement of funds, a number of procedures apply. Most Importantly: 

1. A purchase order or similar authorization is needed for the 
expenditure of funds with bids if appropriate. 

2. Budget authorizations are to be signed by the department tead and 
attested to by the Controller. 

3. Invoices are to be approved by the deparunent head responsible 
for receipt of the material or service before payment* 

4. Expense reimbursements are to be approved by the employee's 
department head and/or supervisor. 

The basic accounting system is shown on the attached diagram. The various 
sources of data are summarized Into a transaction journal and then recorded 
type (expense, income, asset, liability) In the ledgers. These latter 
rKords In the general ledger are, as necessary, supported by detail cards 
and schedules. Finally, the various financial reports are prepared from the 
ledger («nd supporting schedules). 



1-5 



m 



BEST COPY ftVAlLABlE 




"EST copy mmu 



6. IKE NATURE AND COST OF SERVICES PROVIDED 



EFA*s Program Overall 

••program," In Us broadest sense* means? an activity designed to help people 
yith epilepsy . The Foundation Insists that: 

Program * Objectives (based on unmet needs) ^ a Plan 
(to meet these needs) ♦ Activities (by someone). 

Overall Foundation program activities^ national and local, encompass 19 cate- 
gories of services covering (1) medical, (2) social and (3) Information areas 
as follows: 

Medical Assistance, Evaluation, Comprehensive Health Planning, 
Research, Education and Training (Medical )» Treatment (f'jedical). 
Diagnosis, Maternal and Child Care, Mental Health, Education and 
Training (Social), Protective and Socio-legal, Transportation, 
Treatment (Social, Employment and Vocational Rehabilitation, 
Financial and Public Assistance, Counseling, Referral Services, 
Public Education, Information Management* 

These arc further subdivided into 73 specific program activities, many of which 
are provided at the chapter level* Currently we are meshing these service areas 
into the United Way of America Service Identification System (UWASIS) In order 
that our terminology is a common one. This should facilitate communications, 
especially as it concerns accountability, program evaluation and future research 
projects, 

EFA "programs," for the most part, deal with services delivered by chapters and 
other local organizations: local seizure clinics, hospitals, workshops and by 
local agencies of city, county, state and federal governments. 

Implicit in the Foundation's role is the mandate to know what the epilepsy pa* 
tient needs. This ultimately means "as defined by the patient himself". . .as 
well as by family physicians, neurologists, psychiatrists, legislators, social 
workers, educators and lay volunteers. 

Consumer Input 

More people with epilepsy and more parents of children with epilepsy are in 
contact with the national headquarters of EFA than any other epilepsy installa- 
tion anywhere In the world* Most Of these contacts (52,000 to over 100,000 a 
yta*') are by mail and as a staff member once observed "They t«ll us what they 
don't tell their doc tors... they tell us what they don't tell their social 
workers... they tel^ us what they don't tell government officials... they even 
tell us what they don't tell their wives, husbands or children. The Foundation 
listens carefully... and yields to no one its trusteeship on behalf of the per- 
son with epilepsy." 

These contacts provide the information base for all program services. 
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'mtainlnq^ Services and "Providing" Services nimirfwufc 

Various yoluntaries have different objectives and policies based to some extent 
on size of patient popuTdtion and funding. Some are dedicated to providing 
specific services in specific locations. The purpose of others is to obtavn 
services. One very effective major voluntary, for example, has long subscribed 
to the principle of obtaining rather than providing services, as stated In the 
following official poHcyi 

"While nember units may develop and direct service projects for purposes of 
public education, they will provide such services only on a temporary, contin- 
gent » and demonstration basis which includes in its stated objectives the shift 
of operational responsibility to tax supported agencies or private and indepen- 
dent boards as soon as possible,^' This organizational principle conforms to 
the policy of the International League of Societies, of which this voluntary is 
an active member: "The provision of services must be undertaken by the comnriunlty 
as a whole; the problem is too large to be dealt with by voluntary effort.. •the 
task of the National Society, therefore, is not to provide services but to 
influence their development. . .the local society should not provide services, 
facilities or finance which ought to be provided by the local authority, but 
should do all in Its power to Insure that these are provided." 

The history of this voluntary reflects a gradual shift away from the provision 
of direct services toward increasing activity In the areas of advocacy and social 
action. Its state and local units have gradually become "spokesmen" In behalf 
of developmental ly disabled persons, and the national component has developed 
strategies to furnish the needed support and expertise to its units. 

This voluntary's patient population, of course, Is approximately 6,000,000 people. 

Another fine organization emphasizes Providing services (although they also 
endeavor to obtain services) and do an outstanding job In this area. The patient 
population in this Instance Is aporoxlmately 750,000. 

EFA chipters both obtain and pr ovide services but tend to concentrate on the 
former largely because of financial constraints. EFA's estimated patient popu- 
lation Is 4,000»000 people. 

With the funding from the Developmental Disabilities legislation and other 
sources, however, many EFA chapters are finding themselves more actively engaged 
in providing direct services. Let's therefore next discuss those services. 

Services Provided Direct to Patients by Local Chapters 

Because they are voluntary organizations, separately incorporated and separately 
governed by their own local boards of directors as well as the fact that 
needs vary greatly in various local areas — there Is considerable diversity in 
the services provided directly to patients and to the parents of children with 
epilepsy by local chapters. This document does not purport to be all inclusive 
as to services provided throughout the United States. 

There are, however, a considerable number of " common denominator" services pro- 
vided and these are listed in detail and chapter-by-chapter in the pamphlet 
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by National Head<,uarter1 fo"^s[s?J-. J ;"rov^g^d?Si^ f^^halSr'^ 

the needs of each client are different jtnH f.^^ f difficult to pin down, since 
also will determine this factor Sine ^^foS^'J " geographic location 
difficulties faced by the oerson wf th infi^I"^"*^^ J?^ °^ "innon 
to approximate the cost Sf'^providSg si? cL'^^n'SM^"^"*'^"^ 'W""'' 
estimated for example, that an averaop ift^ L °^ " 

of $56.00 per service hou?. Tr a ?o?a? n«" 7°"'*^ ^ needed at an average 

assistance. °^ '° provide the needed 

Where the local services are funded — wholp nr 

grants (such as funds avail abl» th^„..nh l.K r P'f* ''y government 

tlon) still other Sost infoSnionTon Jfip ? ?''"*;''"! disabilities legisla. 
priate govemnental agencies on file In local chapters and with appro- 

Sprvtcw -Provided by National H eadouartgr. t,. ucal Chapters 

L"rs'^'Jr;in\iT;?:;i^irrch!;t";;"gz 

to local chapters These maJ^rill. fnH * ""Aerials and specific services 
for the mos? parrbu?Mced "a 'Jos?") '"llll\f:''ir°'^''l'^ ^^"-fle 
are further detailed In a PricrList -nHMoW ^M^J regiom} offices - and 
Thrx^ugh Regional Chapi2r%e;;fL'Sn\rrs'" «^oK!''' ^''"^"^ ^"^l*"!* 

Program Material s - 59 
Program Services - 7 

KmJ^ Jnjormatlon & Education Materials - 66 
Public Information & Education Services - 5 

Education & Training Materials - 58 
Professional Education & Training Services - 8 

Management & Administration Materials - 9 
management & Administration Services - 8 

Fund Raising Materials - 53 
Fund Raising Services - 5 
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in accordance with National Health Council standards -~ are contained In the 
Annual Reports of the Voundation. In the most recer.i -.alondar year the cost 
of these services totaled approximately $542,452. 

Services P rovided Directly to Pa tients bi National Headquarters 

AlthouQh innun«rab1e activities of the national headquarters staff constitute 
•sSviS" to patients and to parents, direct services may be categorized essen- 
tially as follows: 

Inforaatlon and Re ferral - year after year thousands of people write 
the roundafiorseeking guidance and answers to their problems. The 
number has been as high as lOO.OOO a year -"f although the flqu.e 
is dwindling as more local chapters are established) it still stands 
at 22,000. Stock letters, stock paragraphs, <n<l<v<^"*i^«,''^^'^- , 
plies (frequently with current input from members of the 
Professional Advisory Board) and a wide variety °^ *"'l'?:,Pf ^IS 
and other literature are utMlrfcd. Three and one-half million pieces 
of literature were distributed in this wanner in the most recent year, 
htost inquiries - except where confidentiality is requested - are 
also referred to local chapters for personal follow-up. 

Personal Counsel 1j2£ ' approximately 200 people "year with urgent 
pfobl7flis ^hlcFlfhey have been unable to resolve locally phone the 
Foundation for personal advice. 

Individual Advocacy - 1" selected instances, particularly where protec- 
nS^-TigSrfei^l or human rights are concerned, the Foun ation 
makes contact with the U.S. Civil Service Comission, administrators 
of prisons and institutions, and other organizations. 

In all of the above instances, the Foundation also endeavors to be of 
assistance to case workers in Congressional offices. 

Cost of the Above Services - as listed in the Foundation's most recent 
7GiSIIaT~Reporr^iraIF?eH'tly approxinately $71 .530 per year. 

Financial Support Provided Direct to Ch ild Services Facilities 

EFA has for many years provided financial support to the National Children's 
Sab imlon Certe"(NCRC). This is currently the only ty of 1 s kind 

S the United States, which provides residential "re for the chl d wit^^^ 
seizures who has concon-.itant emotional Problems. Th s ^ltidisciplinar) 
proech combines special education, counseling, medical management of epilepsy 
«fld psychotherapy. 

Located in Leesburg, Virginia, the HCRC 1s open to children between the ages 
of 7 and 17 and the population varies from GO to 55 residents. Some 700 
Jm dren haie attended this Center since 1958. While most come from 1^^''"'" 
nearest thS Center, children from 38 states and Puerto Rico have attended. 

The following states have recognized the Center as an eligible treatment and 
Shabilitation facility: New Jersey. Maryland, New York, Illinois, Virginia, 
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Vlashingtoh, D.C. and Ohio. Note that the Center is certified as a private 
residential school and licensed by the Departn«nt of V»ental Health and Mental 
Retardation of Virginia* In Virginia, support for residents also comes from 
the State Deportment of Special Education and in some cases the Department of 
Public Welfare, 

Cost of this support will be $170,000 in 1974. It was $220,000 in 1973 and 
$270*000 In 1972 with the support for the three years providing sotiie 18.642 
patient days. 

Support in previous years is as indicated in the table below: 



As indicated in earlier correspondence with the Subcommittee further details 
on the Center may be obtained froii Its President, Mr. Harold Babbitt or its 
Director, Mr. Bernard hoberleiu. Other information is also available in NCRC's 
annual report, in a brochure entitled "National Children's Rehabilitation Center" 
and other Center literature. 

Services Beneficial to All Patients and to All Those Working In Their Behalf 

All activities of the Headquarters organization benefit persons with epilepsy 
in one way or another. Indeed we have no other purpose. But perhaps special 
mention should be made of at least the following: 

Research, Tellowshlps and Training Grants 

In genera^, it may be stated that research in the epilepsies has appli- 
cation to all children with seizures, while some research may be directed 
specifically toward the problems of children. Since epilepsy is not 
solely a disorder of children and youth, the majority of the research 
supported by CFA is basically investigation into causes, prevention and 
treatment of seizure disorders. 

The EFA Research Brochure provides a listing of research and training 
projects and programs supported by EFA and its predecessor organizations 
since 1961 and includes at least 29 projects and programs specifically 
concerned with children and youth. (See list of specific children prob- 
lems.) More than $1,014,000 have been spent on research and training 
grants as of December, 1973. 

Research and training programs are under the administration of the EFA 
Research and Training Institute, a division of the Foundation. All gifts 
to this Institute are expended splely for its pro grams with all a3m1ni S" 
trative costs pafd" 5y the Founda'tionT "Tt sHoulJbe pointed out that CTA 
has been a prime moverln" stating many projects through "seed grants/ 
which when found promising, received m^Jor funding from other sources, 
EFA research funds in the past have served to stimulate new developments 
in epilepsy as well as to attract more scientists and technologists into 
the field. Based upon the scientific papers delivered at the annual meet- 
ing of the American Epilepsy Society, EFA's track record in backing the 
right projects is most Impressive. 



1971 
1970 
1969 
1968 



$320,000 
370,000 
418,003 
420,000 
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Cost of research grants In 1973 was $176»004 while $188»019 were ex- 
pended on professional education and training, 

Senvlnars, Profej^slon^l ^H ucf^tion and Trainin g - In 1D73 as for many 
years tTA proviJeTFoln inancVal support and staff service to the 
Western Institute on tpilepsy, This meeting, held In Salt Lake City* 
l)tah» attracted 150 professional and lay workers at an out-of-pocket 
cost to us of $4»700. 

The 1974 - 25th anniversary meeting of the Western Institute was held 
Harch 19^20 in Denver, Colorado and while total costs are not yet avail* 
able, 155 persons were in attendance. 

During the past year, £ FA was involved as either sponsors and/or faculty 
in 19 professional educational services and courses, reaching an audience 
of approximately 4V378. In addition, EFA exhibited at seven national 
professional society rncetings including the American Acadcn\y of Neurology 
President's Committee on Employment of the Handicapped, and the Associa- 
tion for Children with Learning Disabilities, to mention but a few. 

The Research and Training Institute has In 1973 developed two prototype 
courses for professionals already in the field. One Is a five-day course 
In the neeical dn:i social > anagenH*nt of the epilepsies for social workers 
psychologists, rehabilitation counselors* nurses and allied professionals 
The second is a one-day course for physicians in general practice. These 
courses are designed to upgrade the treatment and services to those with 
epilepsy, whether children or adults. For further details see brochure 
entitled "The Medical and Social ManagenKjnt of the Epilepsies." 

Fellowship Program and Paramedical Awards 

To stimulate interest of physicians and other professional disciplines to 
pursue careers in the undermanned fields of neurology and cpileptology, 
some fifty- five (55) fellowships have been awarded since 1969 for a total 
outlay of $48,840, As a result of these funds, studies of the following 
nature are being Initiated: 

••Effects of Anticonvulsant Medication Administration During 
Pregnancy" 

and 

"Development of Miniaturised long-term EEG Recording Systems." 
These are but a few of the studies. 

Awards for training paramedical personnel were resumed In 1973 and ten 
(10) paraprofessionals thus far have received $600 to attend training 
sessions for EEG Technologists. 

A major prcjram thnist of chapters — and EFA regions — is an active 
education program to acquaint the community with the problem of epilepsy 
and to gain for the person with epilepsy an understanding and acceptance 
of him. Such activities reach a pitch during November's epilepsy month. 
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Because the chapter Is representative of the community at large, It 
Often finds Itself very successful In obtaining media coverage. Speci- 
fic programs are directed to professional workers such as teachers, 
nurses, and rehabilitation counselors. Many chapters have sponsored 
special workshops and seminars i<1th headquarters help for pro- 
fessional workers, last ^ear In Utah, Louisiana. Evansville, Michigan 
and Florida. 

Ij atlonal Spokesman 

The EFA nionthly publication National Spokosn^nn had a total circulation 
of 25,427 in 1973 and reached an estiniltea audience of ^0,6S3 including 
Pf»"^o";,^1th epilepsy, their fanjllles and a broad range of professional 
disciplines from the private and governmental sector^ The latest infor- 
mation concerning epilepsy treatiT.ent, rehabilitation, new and pending 
legislation, research and relevant activities are nationally disseminated. 
Cost was approximately $52,460, plus salaries. 

Information Center and Library 

The Foundation maintains an Information Center and Library that currently 
has more than 15,000 articles and 600 texts relevant to persons with 
seizure disorders. This Center Is of course a vital source of Informa- 
tion to the lay public, university students and members of the professional 
community having an Interest in epilepsy. Research studies and new publi- 
cations are constantly being reviewed in order to keep the library abreast 
01 new information. Often letters of Inquiry will te referred to our 
Information Center for research and response. Approximate cost In 1973 
was $12 J 98. 

Surveys and Studies 

Collecting data and Information through the Foundation's research and 
analysis section serves the function of Illuminating and interpreting the 
needs of our constituency. Findings of our varirus studies are made pub- 
lic and also serve as catalysts for further action. For example one 
recent study "The Cost of the Epilepsies to Individuals, Families and to 
the Nation," Indicated the annual cost to be more than four billion 
dollars. Here the recommended action calls for the need to study the 
protlcms of epilepsy in Oir nation In a coordinated and comprehensive 
manner. 

Still another recent report entitled "A Preliminary Exploration of Aware- 
ness of the Epilepsies Among Educators" revealed some interesting results. 
Of significance was that most State Deoartments of Education had little 
or no data regarding children with epilepsy in their school systems. 
This lack of awareness or desire to Investigate the problems of epilepsy 
in schools further points up the urgent need for information at all 
levels of the educational system. Other studies completed Include: 
"Emerging Manpower Needs" which projects the number of personnel in var- 
ious disciplines needed by 1980 to properly diagnose, treat and rehabili- 
tate persons with epilepsy. 

"Epilepsy and the Military" reports on the findings and regulations 
regarding epilepsy and the nation's armed services. 
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Studies to be completed this year include a survey of sheltered work* 
shops* a "Behint! the Stignta" study. Information of this type U needed 
to compile a directory of workshops for persons with epilepsy needing 
this kind of work experience. A major "Employntent*^ study including 
attUydinal surveys of employers will be undertaken as well as methods 
needed to develop greater employers' underst»ind1ng of persons with 
epilepsy. Approximate cost of studies In 1973 was $12,460, 

This is but a sampling of the Information sought which is keyed to the 
questions and needs of persons with epilepsy. 

Government Liaison 



The Foundation's role is to serve as an Infortiiatlon resource for Congress 
and agencies cf the governments It is EFA's responsibility to know v/hat 
developments and trends in government are taking place and to make certain 
that our chapter network is aware of these developments and prepared to 
capitalize on them whenever possible by meshing new developments into 
existing chapter programs. The Foundation responds to various federal 
regulations in order to maximize the rights of persons with epilepsy. 
Most recently, EFA has gone on record to support the use of certain 
brand-name anticonvulsant tnedlcations as more effective than generic drugs. 
This view is, incidentally, backed by evidence from government studies. 

Liaison is also maintained with significant federal health agencies and 
mutually cooperative efforts have been developed with such agencies as 
the National Institute of Neurological Diseases and Stroke (MNDS), 
Social and Rehabilitation Service (SRS), and the President's Conmittee 
for the Employment of the Handicapped, as examples. In addition, EFA is 
Involved ^'ith other voluntary health agencies in order to coordinate 
efforts as it pertains to the rights and needs of all handicapped. The 
Foundation, as a member of a consortium of fourteen other voluntaries 
supported the extension of Developmental Disabilities legislation. Its 
continuation would, of course, benefit persons with epilepsy as well as 
others with disabilities originating prior to age eighteen such as mental 
retardation, cerebral palsy and autism* Approximate 1973 cost was $24,000. 

Another concern of this section is model state legislation which could 
remove age-old discriminatory barriers still on many state statutes. To 
quote the Honorable Robert A. Taft, Jr. who had written the Foreword to 
our third survey "The Legal Rights of Persons with Epilepsy,** "The 
Foundation's efforts to bridge the gap between the public's understanding 
of epilepsy and the realities of the disorder itself continues to bear 
fruit. Since the Foundation's last survey of state laws In 1965, 27 
states have revised their statutes, or enacted new legislation which. 
In general, helps the epilepiic lead a more normal life and make a real 
contribution to his community.*' In 1973, approximate cost was S800, 
plus salaries. 

School Alert 

"School Alert" now In Its tenth year is an annual educational program of 
the Foundation. Its Importance In the epilepsy movement is emphasized by 
the fact that it Is a basic program for every EFA chapter and one of the 
most Important national efforts. In some states such as New York and Hew 
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HMpshlre, the School Alert program i% officially endorsed jind conducted 
in cooperation witn state education departfnents* Since 1972 "School 
Alert" has been develoned In cooperation with the Department of School 
Nurses and the National Education Association, the **k1t" Is basically 
a guide for the clavsroom teacher, school nurses and other pcrsormel 
in recognlilng epilepsy and managing it properly in the school coninunlty. 
inie program Incorporatos a variety of Informational and educational 
materials Including literature, flints, posters, lesson plans and other 
aids which can be adapted to different age levels and classroom situations. 
ri5f y««r approximately 5.000 School Alert kits were disseninatcd among 
tFA $ regional offices and local affiliates which were provided to local 
nw»*5« and other professionals. Approximate cost In 1973 was 

Public Health Educat ion 

The most Important of these services Is undoubtedly the Foundation's 
Public Health Education activities. The term "public health education" 
encompasses all the activities of the Information and Eoucatlon Oepart- 
went of EFA. For it is In public health education that all media are 
employed, all segments of the public are communicated with, and all 
knowledge is shared. 

The segments of the public with which the Foundation Is concerned can 
bft placed in one or more of the following categories: 

the child or adult who has epilepsy 

— the parents, family or close circle of friends of the person 
who has epilepsy 

— the general public 

— the social circle of the person who has epilepsy; church or 
synagogue, fraternal groups, recreational groups 

— children's camp personnel and lifeguards 

— educators and teachers 

— public service employees such as bus drivers, airline personnel, 
police, firemen 

— social workers such as visiting nurses, psychologists, 
psychiatrists, public clinics for mental and physical well- 
being and state employment office personnel 

Medical doctors including those In family practice, general 
practice. Internists, Insuraiice. Interns, neurologists, neuro- 
surgeons, brain specialists, qynecologlsts and pediatricians 

— nurses and other medical personnel In hospitals, doctors* 
offices, schools, public service and private practice 

— legislators and government personnel at a.i local, state and 
federal levels 

— vocational rehabilitation personnel In both public and private 
sectors 

— employers ai:d unions; personnel directors and training directors 

The media which must be employed to reach and teach these segments of 
tht public with facts about epilepsy - Its causes, its symptoms. Its 
control, how It affects the lives of those It touches. Its economic 
burden to the family and the nation and Its destructlveness of human 
potential — must Include every possible means of communication. A 
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b^g^nnlng Vist should Include televUion, radio, newspapers, general 
dnd spedallzod mac^arlncs, films^ slide presentations, videotape, audio- 
tape, group ftHJCtings, seminars and Institutes, one-to*onc counseling, 
printed Mteraiure of all conceivable types and sizes, training programs, 
new Information niectings. 

Public health education 1s considered by many to be the first priority 
In promoting research, making known available treatirwnt, eradicating 
misconceptions, encouraging public support by government agencies and 
legislatures^ encourcging voluntary finar.c1<»l support on the part of 
the genoriil public and removing the prejudice and stigma which plagues 
the person with epilepsy. 

Of the $2tT70^P58 avaiUbIc for expenditure as published in Kay, 1973 
annual report and audited by Price Waterhouse & Co.. 5364,161 or 16. 6S 
was directly attributable to public health education (under stringent 
professional conciumicatlons management control). This figure does not 
even begin to calculate the millions of man-hours spent In the course 
of each year by thousands of volunteers throughout the country who de- 
voted their time and energy to the public health education function. 

To cope with the problem of epilepsy dt this point in time, a continued, 
massive, unrelenting public health education program is essential* 

5ome Further Observations on "Services** 

It remains the conviction of the Foundation, that the fir st - and perhaps 

i!l|4!!?JL^JX,iilP-i!I^^^^ service a volun tary he afth m ovemen t 

Iwhich Is primar Tly a lay orQa?f?aOonT"can render patTents^ is tolnake 
certavh tTat thei r nc t'ds a rc pro perly interpreted to the socie t y at larg o 
and that vigorous 'Tlvocacy lea ds to action onl^^e part of "tHe"n>echanisms 
of that society to tiTl thore' n^ and huirano manner . 

As someone has said, we cannot solve tlit problem of the nation's four 
million persons with epilepsy by dividing up our $2.2 million In net 
resources and sending each of them a half dollar. The cost of drugs 
alone (usually over $100 a year) is many times that figure. 

Neither aspirins, band-aids or a national society in Washington » O.C. 
will solve all the problems. They are far too Immense, They will be 
solved only by tl)e society at large, the nation as a whole working at 
solutions in every village and hamlet across the country, alerted and 
guided by a strong advocate organization the Epilepsy Foundation pf 
America* 

That will continue to be the No. 1 service to which this organization is 
committed. 
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METHODS m RAISING FluNDS 
(Stdtcincnl by Thofiids Ennis, Executive Director) 



At both iwtional and local levtOs, proqranb are financed by (a) grants from 
gOverr.i.icrtdl dycnicics (b) funds obtainovi frm foundations and/or major donors 
and (c) contributions fruw; Uio ueneril public. SOine fundinq is restricted 
to specific purposes; bv^rnc is available to the qencrul fund without restriction. 
In addition, in 42 local areas, funding for chapter programs Is obtained from 
United Way agencies, 

EFA believes it& fund raising co$t to be too hiqh. If the purpose of the^e 
hearin\]s is to cstabVisii that fact* we s^tipulate it. Indeed we have stipulated 
it maf.y t1n«?s in n:any places and have invited anyone and everyone to aid us in 
reducing sane. 

The facts of the matter are: epilepsy is not a popular cause. 

But in the face of innurierable difficulties very real progress is being 
made as indicotod by the tuble below: 

FUND RAISING COST ^ ^ .^T^ns If ^ K LC ENT YE ARS 

N a t i ,0 n aj_ Chapi er Cons nl idat c d 

1969 ^Vt)!"" *^ * 

1970 .46 " • 

1971 A? .10 ,356 

1972 ,39 .10 ,329 

1973 .39 .06 ,295 (unaudited) 

(Note; * indicated the years in which only 
National's cost ratio was available) 

At one tift^e or another In one place or another EFr or its predecessor 
orqani^dtions and/or it:* chapters has conducted virtually every fomi of fund 
ralsino Known,. .both successfully and unsuccessfully. Much depends upon the 
stature of the people doing the fund raising and the determination, skills and 
ener9les they brino to the task. 

History o f Fun d Ra i s 1 no 1 n E p 1 1 e p & y ^^oven'ont 

Epilepsy Foundation of America has, since Its inception, relied heavily upon 
direct nail solicitation as its main source of Headquarters Incoi.je. At various 
times, EFA and its predecessor orqanlratinn had received govemiiient grants for 
various rehabilitation projects, but the vast majority of fi-Mintj has been from 
public donations. Historually, the various ep11cp<^y organi Zdlions (prior to 
mergt'r) encountt^rcd continuing difficulty in establishing fund raising programs. 
The one successful National fund raising nicthod has been direct mail (used ex* 
tensivcly by EFA's predecessor, The Epilepsy FoundtUion), 
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Sic to analjrie the reason for the failure of many fund raising pro- 

Snf L. l^J^r*'^'^^'' °^ eollepsy movement. It 

h'^f!: .J an«l,'"l4u'>de''stand1n9 often associated with the disorder 

*n^?««<v in ^.T''*'^']'?"^ volunteers unur.u..lly difficult. Those who have 
t^lJ^^i > i*''5^r l'*^ often reluctant to solicit their neighDors or to 

mu^S^J ^1 "**^"9 for of being associated with this 

much misunderstood disorder. 

Other Voluntary A r iencics A pp ear to be Less Subjoct to Sti oma Msociflted 
with Their Uisordfcrs — — • 

!^ i^fficuVt to nieasure objectively, this stigma does not appear to 
tll^^l ^<»'""^eer and fund raising efforts for the majority of other Katlonal 

^act that donors arc able to contribute to EFA in the pri- 
vacy Of their homes has undoubtedly contributed to the success of EFA's direct 
mall program. In fact much of the mall received is anonymous and fretluently 
requests are made that replies be .uade in plain, unidentified envelopes. 

EFA Now Diverslfvino its Methods of Fund Ralsino 

During the la&t three (3) years EFA has begun to develop other methods of fund 
raising, so as to make EFA less dependent upon Direct Mail. E.g., Foundation 

r32* & Industry, Special Gifts. Deferred Giving, Dances, etc. 

Thus EFA is presently utilizing many fund raising activities used by other 
national Health Agencies. 

In the Past Limited Chapter Support 

IIl*«r«"h°^ ^"""^ contributed by the EFA chapters (In terms of affiliote dues) 
to EFA Natlona has been limited; only $10,309 in 1971; $79,321 due from 1972 
(not ail of which has been collected as of this date). EFA Is now emphnslzing 
the need to develop chapter funding, so as to eventually reverse this flow of 
funding. The chapters are receptive to EFA's support of local funding, and are 
«1 realty beginning to make measurable Impact In local funding, v/h1ch will result 
in greatly Increased affiliate Income to EFA. Our willingness to make chapter 
efforts stronger even Includes small short-term loans to the chapters. At 
various times over the past several years financial assistance has been provided 
to no fewer than 32 chapters. As the chapters become stronger such assistance 
« no longer required and now Involves only two chapters. 

1972 Income Figures 

In 1972, gross revenues reached $4,147,162, an all-tine high and ud from $3,424,136 
2 I, a: dropped from 35.65 in 1971 to an all-time low 

J? J Combined fund balances at year end (1972) approached the 
million dollar mark, reaching $811,910. 

1973 Income Figures 

In 1973 the EFA Headquarters raised $3,639,000. and its chapters raised and re- 
ceived grants totaling $1,400,000 for a combined total of $5,039,000. This 
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represents an incroave of nearly SUOQOiOOOi or 25% over 1972, To accomplish 
this goal the FoundaHon spent $1, 490/000. All of us are Qreatly concerned 
* ^V^^ ^^^^^ ^^^^^^ ^^^"^ represent a decrease from 32. 9X 

^" Indicated. It aUo r\>presents a decrease for the third consecutive 

year {1&71 - 35.t>X of consolidated Incoinv). 

Direct Mail 

In cxismlning IFA** Direct Wall we find that our House list contains the n^mes 
of more than 250,000 individuals who have donated to LTA four or more times in 
amounts ranging from one dollar to nK)re than $1,000. 

DuHng 1D73 our mail efforts directed to EFA's current donors yielded approxi- 
mately 5i.315,0Q0> These mailings cost $24^,000 to produce and dellvcrp or 
only of the anount raised. tFA faces, as to other similar organizations, 

the high cost of obl^ininr} new naimjs to i^epTace thoiiG donors who, for a variety 
Of reasons, leave a House List. In T973 CTA spent approximately 64 cents of 
every (prospect lUt) dollar received to acquire new naim»s> We believe our cost 
in this area 1^ more efficient than mo^t other organUations who solicit by mail. 

Headqux^ rtcr Plu s C hapter Incor^e * Consolidated Incon^e 

Thus, our combined mall procram, Includinq all computer overhead and including 
house and new lists, in 1973 raised 53,260,000 and cost EPA approximately 
$1,380,000, or 42 cents for every dollar raised. This figure, when added to 
our non«direCt mail Incoiite, would indicate a cost ratio of approximately 39.83; 
for all types of headquarters fund raisinp. The consolidated inconnj figure 
(Headquarters and Chapters) would be approximately 29.9%. (These figures are 
subject to the Price Waterhouse final audit, which is now in proQi'ess.) 

High Cost of Seek i no S'ew Names 

As mentioned, the high cost of seeking new names {prospect names) 1s a continuing 
industry problem, and is now recoonized by the IJew York State Association of 
Accountants. This organization is in the process of developing a standard for 
amortizing the cocit. qf mailings for new names over a seven year period. If this 
accounting system v.ere to be accepted, our Heddquart#»rs cost ratio would be con- 
siderably lower, perhaps as much as 50S less, for I97i. 

Data Concerning Direct Mail ^ 1971, 1972. 1973 

1971 1972 2973 

X Return 6.5 6.8 ~5 5 

Avtragc Gift $ 2,96 $ 3.04 3,12 

Quantity Walled 13,380,361 16,692,933 18,845,216 

Gross IncofTic S 2,633,728 $2,940,339 $ 3,266,313 

Gross per Thousand Mailed $ 197,00 $ 176.00 $ ^73. 00 

Criteria for Selecting Lists 

In an, effort to reduce costs EFA attempts to select lists with the greatest 
possible rate of return. The criteria for our mailing list Is as follows: 



3-7 



BEST COPY AVAILABLE 

A. Donor Lists - A previous cost ratio of .50 

B. Conrorcidl Lists - A previous cost retlo of .75 

The 1974 budget calls for a total mailing quantity of 16.300,000 pieces. 

ThrouQn Su rveys anxj Focus Group Intorvlewsy Ef A Obtains Donors* Dpi ni ons 

111 an effort to ascertain what the IfA donors wi^h in terms of programs, we have 
5!!! n'^^ * series of studies and surveys. We fool the Input gelned from these 
detailed Surveys allows us to be more accurate In terms of actual program needs, 
thus iwking a more informed allocation of our relatively limited funds. 

Our recent donor surveys clearly indicate the needs in the psycho-social areas 
in terms of employment, education* insurance, etc. 

EFA has developed, and continues to develop, more sophisticated copy tests (some 
50 copy tests during the last two years), constantly seeking to improve our rate 
or return, the reduction of costs and taking into account our donors* interest. 

In an effort to make certain EFA»s Major Donors receive news about the epilepsy 
^poSan"'^ ^^^^ regularly receive copies of our National Newsletter. 

Typical Excerpts From a Focus Group Interview 

The following is a sample of quotes from a recent Focus Group Interview (a free- 
flowtng. In-dcpih discussion with donors and potential donors) held February 19. 
1974. which Is one method of ascertaining the donors' and the general public's 
needs concerning epilepsy; :» » 

Moderator • If you were to give a dollar bill how much would you 
like to see go for administrative purposes and how much would you 
like to see go for the kinds of things you would like it to go to? 

16 - Well, never having thought about that I think I would like to 
see... 

Moderator • Well, you have obviously thought about It... 

#6 • .... Well. o.k,. I would like to see at least SOX or more go for 
research and then the other 50!5 or less to go to administrative costs. 
And. of course, salaries are up these days and that might not pay any- 
one a very good salary. 

Moderator - Obviously there has to be administrators people that 
ansi^r the telephone.... 

#3 - I don't mind my money paying somebody's salary because everybody 
has to live. But Tm not sure it even goes to that. . .That's why 1 
mainly give through the church, bccuase I know what our church Is doing. 
And I mainly give to charities that give me something in return, like 
tht little tags or the people that make the effort to send you something 
like the little stickers for the envelopes. Anything that's long and 
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drawji out I A^suall)^ give to F^y daughter or son. Somothlng that Is 
put in bold jirint and very quickly sun«rarUed I wHI usually tend to 
read tne whcte thing. I would read the first pi^ge or the big print 
and skip th^* fine print. 

Penny Let ter ar.d Seals 

The Penny Letter. stiH is approximately 18t more efficient than anything else 
tested in 1975. The addition of seals generally improves the results by some 
16S. The National Health Council hos, we believe, the following view concern- 
ing EFA*s u$e of pennies and seals In the EFA direct mailing program.' 

A contact report written by General James A Shannon under date of August 24, 1972 
following an Ad Hoc Conttidttee meeting at the National Health Council on August 23, 
1972, contains the following paragraph: 

" y>^e of Items of Conmercial Value or Unor dered M'erchandise , Th is 
dTscu;*siov.l"frrt*ii^Ty involved the ^>aine iflu'gicai iinju'iieriU about 
our penhy with all sorts of e^cplanations about how one could define 
a penny as nt^rchandise. I received strong support from Irving Rimer 
of the American Cancer Society* And at the conclusion of the dis- 
cussion the announced conser.sLs, objected to by no one, including 
Peter f^^ek, was that our penny should not be considered to be mer- 
chandise unless they had a resale value." 

Recently LFA has been developing contacts with college, social and fraternal or- 
ganizations relating to the support of Dance ^:orathons, raising money for EFA 
at various ccHlege campuses. A nunber of chapters of the Variety Club Interna- 
tional have heavily supported the Epilepsy Movenicnt during the last 10 years; 
e,g., the Milwaukee Epilepsy Clinic - Variety Club Telethon grossed approximately 
$92,000 1r. February, 1974. 

New Fund Raising Kits Made Available to Chaptot^ b y EFA 

Each of the kits Indicates in detail thp method of developing various local fund- 
ing. The kits contain suggested art work, publicity items, sale of tickets, 
organizational structure, etc. A brief description of the Fund Raising Kits 
f ol 1 ows : 

DANCE MARATHON: primarily supported by the college/university Greek 
system and lasts for approximately 58 hours (weekend). Funds are 
raised through voluntary donations, auctions and concession sales. 
These events are usually conducted during the fraternity/sorority 
rush periods. Money raised by these events is used for the benefit 
of the local chapter. 

DAWN OF UNDERSTANDING: manned canister day that can involve either 
adults or adolescents stationed at major thoroughfares or shopping 
centers seeking voluntary financial support from the public for the 
benefit of the local chapter. 

AMERICAN HOMES SHOWCASE: Involves a tour (which can run for several 
weeks) of a home of historic Interest or social prestige in the com- 
munity and can Involve many spin-off activities such as luncheons, 
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teas, wine tastings, pltint sales, ^rt Utiles, etc. Admission to all 
functions in the home would be by ticket only with sales benefiting 
the local chapter, 

WALK-A-THON^ special event geared to junior high and secondary level 
students encourtitjing them to seek sponsors and partlclpotrng In a mass 
pwrch of approximately twenty miles for the benefit of epilepsy. The 
sponsors are asked to pledge whatever they can for each mile a person 
walks. 

CE.LEBRITY NIGHT: an evening of celebrity entertainnient, variety show 
or play which is mainly sponsored by outside service and social or- 
ganizations with the receipts from ticket sales and donations bene- 
fiting the local chapter. 

SPCRTSKCN'S NIGHT: recognition of a sports celebrity or team who has 
public visibility on the local level which can be sponsored by outside 
service and sccIrI crganizations with the receipts fror. ticket salcc 
benefiting the local organization. 

CANDLELIGHT BALL: Fonnal adult gala or teen age/college level dance to 
which tickets are sold to raise funds which go to the local chapter. 
Inconie can also be derived from souvenir program advertisement sales. 

CANDLELIGHT MARCH: a nelghbor-to-neighbor solicitation recommended to 
be used during Epilepsy Month. Marchers are recruited by telephone, 
one-to-one requests. Receipts from the dcor-to-door donations benefit 
the local chapter. 

Aoaitlonal Data Ga thered from Donors 

A series of Foc*is Group Interviews held in 1974 add additional information con- 
ceming the type of program activity of most interest to donors and the general 
public. In effect, to encourage CPA's donors to actively participate in the 
epilepsy movement, some 900,000 donors received ballots asking them to vote for 
th^ 1974 Poster Child. 

New Thrust by EFA to Develop Local Ch a pter Funding Programs 

Perhaps the most significant headquarters effort to Increase Chapter Fund Ralsino 
was the assignment In late 1973 of key headquarters staff members to work directly 
from regional offices. The main assignment being to accelerate the accomplish- 
ment of several current objectives and to impleinent Chapter Fund Raising. As 
Indicated, there are already positive signs showing this technique can and will 
be effective. 

1973 Income by Revenue Source 



ThuSt a quick look at 1973 Income by source shows a lessening of dependency upon 
direct mail as EFA's major source of funding. 
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General Restricted 
REVENUES* F und Budge t General Fund Funds Jot^^ 



Direct Mall 


$ 3,090.0 


$ 3,?69.? 






$ 3,269.2 


Foundations 


45,5 






45,5 


Major Donors 


220.0 


44,4 


$ 


121.0 


165.4 


C I I 




20.7 






20,7 


Wills & Bequests 


105.0 


100.4 






100.4 


Affiliates 


87,0 


27/1 






27.1 


Miscellaneous 


45,0 


10,7 






10,7 


Total Revenue* 


$ 3 ♦547,0 


$ 3;518,0 


L 


12V.0 


$ 3,639.0 


less Affiliates 


$ B7.0 












$ 3,400,0 











•Subject to Final Audit 



Social I ^iv i^ Pry ^niratipnal Support fo r E FA 




fund raisinq, serving as volunteers, drlvintj patients to clinics, etc. The 
Cdlifcnnn tpilepsy Society has received sonie S5,0CO per year from California 
Moost? loilges. Other civit and fraternal and educational organizations support- 
ing EfA or its affiliates are: 

Alpha Tau Delta (nursing sorority) 
Delta Theta Tau Sorority 
V,F.W, - New York 
Psi Iota Xi, Washington State 

Additional Data Conc er ning 1974 FFA Direct Mai 1 Program 

House Mailing as follows : 



(A) House Mailing I 1-15-74 900M 

(B " " n 3-12-74 900M 

(C) " " III 5-14-74 850M 

(D) " " IV 8-13-74 850M 

(E) " " V 9-24-74 900M 

(F) " VI 1M9-74 900M 



Other EFA Mailings Scheduled for 1974 
Social and Fratern al 

Mailing I Mall Date 5-10-7^ 400 Letters 

Mailing II on 9.15-74 400 Letters 

(Followup) 

EFA Headquarters field staff continues to contact various social and fraternal 
organizations, seeking possible endorsenent. 
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Conanercc I Industry 

Approach to emphasize corporate public education. 

M^n Date 10-li>-74 2.000 Letters 

foundations 

Mailing I - Approximately 2.000 Foundations (excluding top 
100 Foundations, which will be handled by personal contact) 

Man Date 5-30-74 

Mailing II Mail Date 10-30-74 (Followup Mailing) 

Kajor Donors 

Mailing I Mail Date 6-30-74 ($500 plus donors) 

Mailing M » 9-1-74 

Thus for 1974 - 5.300,000 mailing pieces are to be sent to EFA's House List, the 
remaining letters will be mailed to potential donors. 

Deferred Giving 

Mailing I (Trust Officers. Major Banks) 

Mail Date 7-30-74 
Hailing II (1,000 additional Names: 500 law firms, 500 Trust Dapartnonts) 

Mail Date 11-15-74 ' 

Research & Training Institute 

Mailing I Mail Date 3-2^-74 

Mailing M " " 9-30-74 

' Summary 

As outlined. EFA Is making every effort to lessen its dependency upon Direct 
Mall as a primary source of income, and is broadening Its base of financial 
support. It is anticipated that within four (4) years the revenues generated 
from Chapter Fund Raising Events will (taking the form of Affiliate Dues) begin 
to provide significant support to EFA's national program. 

Samples of Actual Donor Survey Sent In 1971 and 1972 

(See Attachment) 

Results of 197? Donor Survey 

(See Attachment) 
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i> I Epilepsy 



FOUNDATION OF AMERICA 



Sui> 406 • ie?0 L Slrtel, N W • W«»t>inBlon. D. C 20036 • 203 J»30 



YOUR 
STATE 



PLCASE PLACL THE NUKBLR OK YOUR ANSWER IN THE BOX TO JWZ RIGHT 
IF NO ANSWER SEEMS CORRECT » REASE LEAVE THE BOX BLANK. 

A. Are yc\i 1. mic 2. fernale /[ ] 

B. How old <)reyou 3, Under 18 4. UU2S 5. ?6-35 6. 36-45 7, 46*55 

8. Over 55 .77777 7777.*". .>.....[ ] 

C. he you <5. S int^le 10. Married 11. Widow(er) 12. Divorced or Scoa r ated . . .T ] 

D. What your basic occupation, or if you are a housewife, what is your husband's 
occupation 13. Professional 14. Manageria l 15. C.le,r1 cal , Secretari (^1 related 
16- §ij£i ^7. Servi ce 18. Skilled or Man ual I9.' 7ujn cuf ture 'fffr Hr'nl fr g™' 
21. Constructinn 22. W anufacturinn 23. franspnrta tio n > OMiiiiuni^^^ 

Public Utilitie s 24. Govern ment 25. Wholesa le a nd Retal T'Trad e ^ 

26. Finan ce, Insura n ce and Real Estate [ ] 

E. What is vour income (If both husband and wife are emoloved» select the 
answer that reflects your combined income) 27. S5 ,000^ 7 ,500 28. $7.501- 
10>000 2Q. S10.001-15.0QO 30. $15,001- 25,000 3T7 ^?bT00 1-40, 000 

32. Over $40^000 .77. ........ .777/777^77777 [ ] 

F. Do you have a fixed income o.e. retirement, pension, social security) 

33. Yes 34. No '.......[ ] 

G. How many children do you have 35. 0 36. J_ 37. 2 38. 3 39. 4 or more [ ] 

H. H(M many children DO NOT live at home 40. 0 41. 1 4?. 2 43. 3 or mf>re ...r ] 

I. How many children are in college 44. 0 45. 1 46. 2 47. 3 or more [ ] 

J. Do you 48. (Wn your home 49. Rent a house 50. Rent an apartment f ] 

K. What is the current value of your home 51. Under SI 5.000 52. $15.000> 

30|000 53. $31 .000-40.000 54. $41 .000-60,000 55. Over $60.000 [ ] 

L. Are you 56. Catholic 57, Protestant 58. Jewish 59. Other ......[ ] 

M. Do you or any menter of your Immediate family have any form of epilepsy 

60. Yes. 61. No. , [ ] 



MIMttn Of THC NATIONAL MflAWTH eOUNCtt 
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mm PROFILE STU-OV .2- "»"IUIDLt 

Please place the nuiii^er of your atiiwer in the box to the right. 
It no answer soens convcl, please leave the box bUnk. 

N. Dws anv member of your family not considered inmcdiate (aunts* uncles, 

cousins) hdve any form of epilepsy 6?, Yes^ 63, No.,.., [ ] 

0. Do you hdve any friends or acquaintanci^s who have epilepsy 64. Yes_ 65, Uo^l ] 

P* Have you wiincssert a person hdving an opiloptic seizure 66* Yes 67. No [ ] 

As best you can, tell u^ v/hy you contributed t 

You or dn inTiieiiidte mt^«t)cr ot your f iJmi ly has epilepsy in sons© form 

68. Yo£^ 69, No. [ ] 

You re,!li/ed Iho ]ux6 for doinu ^onrthing ahout the problem 

70. m 71, No, ...[ 1 

You usually contribute to a nunber of causes 7?, Ycs^ 73, No. ,...[ ] 

You had another reason 74. Yes^ 75. No....... ...^..[ 1 

R, If you know more about the problem of epilepsy would you have given 

^^^^ ^7. Sdtt<» , f ] 

S, Other than noil appeals, have you seen or heard any message about the 
Epilepsy Found«ition of An»-r1cd or about epilepsy on 

78. , r ] 

79. miSi f ] 

S^- Wf^qa;rjng,s. [ ] 

82. None of tfi^s^ . [ ] 

T. Do you buy gifts or other merchandise through the mail 83. X£5, 84. Kflu [ ] 

THANK you: 

PlCASf RfTURN THIS QUESTIONNAIRE IN THE ENCLOSED POSTAGE PAID RETURN ENVELOPE. 
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A. Sex: 

B, Age: 

C. mritdl Status: 

D, Occupation: 



E. Income; 



F, Fixed IncoiDe: 



6, Number of Children: 



H, Children not living 
at home: 
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DONOR PKOniF STUD Y 

(506 Responses) 

5U Male 
481 Female 

2% 15-25 years 
m 26-36 ^' 
14J 35-45 
25i 46-55 " 
44^ 55 years & over 

13% Single 
12< Widow (er) 
68% Married 
6% Separated/Divorced 

2(^% Professional 
$% Managerial 

B% Clerical, Secretarial, related 
4« Sales 

7^ Skilled/Manual 
255 Agriculture 
31^ Construction 

3% Transportation/Communications/Public Utilities 

5^ Government 

3% Retail/Wholesale Trade 

4t Finance/Insurance/Real Estate 

15X $ 5,000-7.500 

15% 7,501-10,000 

20% 10.001-15,000 

22% 15,001-25,000 

9% 25,001-40,000 

At 40,001 and over 



41% yes 
56% no 

28% none 
17% one 
23% two 
16% three 
15% four/more 

50% none 
12% one 
11% two 
9% three/more 
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I. Children in Collcoe: 6bt none 

\0% one 



5S; t wo 

U thrt^e or nioro 

dt Housing: 72- own hoim^ 

6% rent hGjbe 
181 rent apartnent 

K. V^lue Of Honio: 1?*' under $15,000 

32 1 -SVl> ,000-30 ,nDO 

16:; $:n ,doo-^o,ooo 

95: $41,000-60.000 
6X $61 ,000 and over 

I, Rel io^on: 25?^ Catholic 

55^ PrulcsLLinl 
11* Juwivh 
5r. Other 

H> rpile|>%> In innitcdiatL* family: 13^ ye$ 

B7Z no 

N. Lpileps^y in family not considorod iinrnodidtc: 1lt yes 

83X no 

Ov Fri on«i: /a cqu MP ta»-,co'^ v/i th epilopsy: yes 

64t no 

4\ Witness to seizure: 56* yes 

A0% no 

Red5.on for contrihution: 1. Sol f/inmicdiaio family has epilepsy: 12^' yes 

68:^ t)o 

Z, Realize need: 771 yes 
9% no 

3. Usual contributor to other causes: 79* yes 

B% no 

4. Other reason: 9% yes 

53% no 

R. If knew more about epilepsy v/ould give nv:>rc: 4t more 

B2T same amount 

S. Excluding mail, whore have ETA messages been seen: 585 TV 

}S% Radio 
2\% Newspapers 
29% Magaj^ines 
251 None of these 

T, Usually purchdSie merchandise through mai): 331 yes 

61% no 
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8. THL DLLIVLRY OF PROGRAM SCRVICES 



As outlined in Section 6 renting to provision of services, persons with 
epilepsy are recipients of Poundotlon prograius: 

through its chapter network of 164 local organizations 

Through headquarters 

Through the regional offices, 

And program, as earlier discussed, can mean either the "obtaining" of 
services or the "providing" of services. 



The number of chapters and local organizations associated with the Foundation 
has risen dramatically In the past four years. 





" ■ 1970 ■ 


1571 


1872 


1573 


Ho. of Local Orqonizations 


"■ >f-- 


102 


142 


IW 



Because of this growth, the number of services and the number of persons served 
Is increasing. As I mentioned, we believe the chapter system In 1973 served 
72,000 persons based on ib^ estlnates made by our regional offices. In 1972 
the chapters reported that 62,000 persons were served. The growth In the num- 
ber and kinds of services accompanied that chapter growth: 



1971 19?^ ■ "W 

No. of Services 612 feg llSf" 

Government grants* particularly from the Developmental Oisabllities program. 
Is helping the chapter local organizations towards program development. An 
estimated $800,000 will be reported by the chapters in 1973. 



1971 1^73 
Amount of Grant funds S20,443 $272,399 S8Q0.p 5?r 

A firm requirement of affiliation with the Foundation is that the local organi- 
zation have services and programs which have the Input, the planning, and the 
review by professional persons, particularly the meolcal profession. The 
number of active profe^'^'onal advisory boards rose from 40 In 1971 to 88 in 
1972. The 1973 count 1, expected to be 100, A chapter cannot continue to be 
affiliated with £FA nor will a local organization be granted affiliation with- 
out a functioning PAB. 

In order to coordinate better with government, the Foundation in 1971 estab- 
lished Its regional assignments to conform with the boundaries. Each 
regional office is responsible for two HEW regions, and this move has facili- 
tated working with various govemniental offices, particularly Rehabilitation 
Services Administration, 
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Ue have now moved to a service reporting system which will give the Foundation 
more detailed information — on a quarterly ba$U — as to just what 1s being 
accomplished by the chapters. The quarterly report on Services and Activities 
will tell us what age groups are being served and what services are being 
furnished, In addition, our chapters will report on those areas where program 
development is needed. Public education activities as well as professional 
education functions will also be reported on. 

This reporting system, when fully utilized by the chapters, will provide the 
ffitire Foundation with current Information, not only where and how the services 
are being rendered but also where the gaps are* This will permit headquarters 
to have its new program development section In gear with the needs of the 
chapters « 
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9. RECOMMENDATIONS TO THE SUBCOMMITTEE AND OTHER INTERESTED PARTIES 



Let us then return to what I havo understood to be the purpose of these 
hearings: To explore "whether existing logislafion is adequate to protect 
the Interest of the- bene ficia ries of and cont ribut ors to" the organization 
being Invited to testTfy ' "and""try1 ng to deteniHirS^TF new legislation is needed." 

On March 12, Carol Cochran, Director* Coomission on Charitable Organizations » 
CoiTgnonwealth of Pennsylvania, stated that: "So my hope Is that through the 
Information gathered in hearings like these the public will be made aware of 
the magnitude of the problem, and will be motivated to support — in fact* 
gcmand strong legislation for the regulation of charities on a nationwide 



iilivtht!! fMi'ther "regulation" Is called for Is debatable. How does one 
regulate a charity or judge the worthiness of a voluntary? As Helen L. 
0*Rourke, Director, Philanthropic Advisory Department, Council of Better 
Business Bureaus* Inc., stated on February 4: ".,.What is a worthwhile cause 
for one person will be meaningless to another..." 

Is Regulation What We are Really Talking About ? 

Or 1$ it that we are seeking a national consensus as to appropriate cost ratios 
for administration and various fonns of fund raising ... and more effective 
ways for getting such ir»foni»at1on to donors, potential donors, and the general 
public? 

As another witness has pointed out "Fund raising restrictions exist in various 
states and localities ... this legislation varies from state-to-state and 

municlpalityto-municipality." Can this be the source of the confusion? 

Presently, the Foundation prepares reports for the Internal Revenue Service, the 
National Health Council, the National Information Bureau, the Council of Better 
Business Bureaus, the Federal Combined Giving Campaign, at least 24 state 
governmental agencies (>et? "Givirtg USA"), a growing number of local jurisdictions, 
and an innumerable number of magazines and journalists, many of whom need to 
be educated as regards basic standards, terminologies and reporting practices* 
Our Administration and Finance Departments estimate a requirement of; 2-man years 
to prepare such reports! I think their estimate is low ... and the cost is high* 

This, despite the fact, that EFA publishes — and widely distributes a 
detailed Annual Report made up in strict and meticulous conformity with National 
Health Council standards. This is available to any donor — or to any member 
of the general public — who requests same. 

Hhat to do? The report required by the New York State Board of Social Welfare 
has been hailed as a model by many. Mr. Hal Gross, a partner in Price 
Hattrhouse I Co. our auditors — has suggested that it be adopted by 
other states. This would be helpful although I wilt have more to say on this 
In a moiYient • 
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On Ju^niary 5. Philip J. Sg^rlxiu stoted that t.o New York SU.te Board 
•!Drt.v^\u!'^»°''V»f urQani motion Or indicato whcthor it H d 
n^Kil;^/^^^' ' ^L*^ ajv( J,ho f^Gts to the public and lot the 
publK dwcide on whether to make a coTOnVtrotr? '^^ 

And, 1f not, whDt can be done about the situation? Iqually important, who 
1$ - or should be responsible for delivery of the facts? 

Helen L, O'Rourke stated on february 4: 

nhe IRS is responsible for maklnri Tom 990 filed by a tax-exenrnt 
organization available to the public." 

If this is correct (I am not sure it is for IRS makes a charge for Xeroxinq 
infomtion obtaliied from the Ph^adelphia Center), then perhaps we need to 

shSrtl/^'* ^ ^"^^^ ^•^'^^^ ^^^^ "^^^^ 

But first let me comment upon at least one of the more Intelligent proposals 
now receiving consideration, namely v h 

aLCAVttel^, This biTi would require the sllfcltai^V^nlzTtlFnT'i^^ — 
request, to furnish complete and accurate financicil and program disclosure 
about )t and the person making the solicitation. This bill was drafted, as 
I understood It, with the help of a number of interested organizations; 
including the National Health Council, the American Association of Fund Raising 
Counsel, ^':*-ionai Foundation, Direct Mail Marketing Association, National 
catholic ^ >pmGnt Conference, United Way, and the National Assembly for 
Social ^ >?d Development, 

m has already put into the mail 50,000 letters (two tests of 26,000 each) in 
response to this development and I would like to read into the Record the 
following letter dated March 19 from Siegmund W, Smith, Administrative 
Assistant to Congressman Van Deerlin, 

was pleased Indeed to receive the copy of the Epilepsy Foundation 
appeal which you sent to me with your letter of March 18. Congressman 
Van Deerlin and I are delighted to note that you incorporate In this 
appeal all the requirenients contained In legislation the Congressman 
has Introduced to provide for the dissemination of financial 
Information by charitable organizations soliciting funds through the 
mall , 

"As I told you, our attenipts to draft suitable legislation to provide 
for such disclosure met with considerable resistance on the part of 
many charitable organizations » Some contended that the requirements 
would be too onerous and 1n,po5sible to fulfill. These contentions 
have been demonstrated to be groundless by the actions of the Epilepsy 
Foundation of America which has fulfilled them almost exactly. 
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Shall in An^n^lt c, or ^Vrch vcc.ik Gi>, t;ch^1f of Concjres$!:ju, 

Van l^eurnn to th»- foutiam Callfonin^ U^cloty r»f funi-HaUcri , Iitc, 
I siJ^ill UKc qrcat l>Vi>*cuti> ii, cUlhc V\q cctiont of the riillcp^v 
n^riu^otlmi xjn c>.,u-(»1l- of i%hut c*tu Ic <(oi;c to niMi«rOitc coi;fi Jc'ncc in 
t^i* fh<i»Ui»Mf i'Mjon1/ut1rn, ** 

Copies of the lettei^ ^mi ddtei rhct t iti-^ ovt^nviblc to anycmr rcciucciirui 

EPA hii^ Icj.g been concerned wi th tht cleveVcj:M»nt x)f motional consensus in rociurd 
to fum; VijUino stiindi)rd5> for our very exuicnco derc*nis upon this hutter ciot- 
tinq iYi*a]ved,>,ar»d soou. Under d^te of Janur^ry 31, for exdnplo* I v^rote all 
»i?bar5 of our liOi^rtl of Directors a5 followii: 

"Over the pa^t yi^^r I h,ivc sovorrti t1n,es refunod to the rising tide of 
critHUni, coir...cnt.ir,y ar;d Mnvcstu^itlun' AvVth which we and other 
volunMnu'^ arc currently lonfrontcd nt 1otd1, ^Ulc auj nollOual UvcUt 
Thl$ rcinny w^vranu the fmst careful ccr.sldervUicn fts the foundation 
p]iin^ for thi^ future. 

"The tnclosc^j urtUle xipjic-^irs In the Fclruory issue of multl-nillion 
circulation MAOrR'S UIGLST and Is one of the nunc chjective stoilts 
hhicn hove Uctn iTppeorlnt; 1n variouj publications. But the net resuU, 
I fear, h^y still further 'dry up* donor contrihutlons . 

"Curl PiMkal vrJtci! us here In W%>sn1nnton (presently, we receive vUits 
an;:/or c^lU fiw at ler.st two journalists <i week) and he nc^u believes 
that 'thf sUut.tion Is for moic* cor,:pUx than 1 believed it to be at the 
tin»e I wrote the article' but even so we and other voluntaries have a 
major task ahead of us, 

**Tne definitive article or book on fund ralsinq nnd appropriate 
cost ratios has yet to be written. And the 'standards' thus far developed 
le&ve rnuch to be desired, 

**'Hi9h* fund raislnq cost ratios contlnvi^ to be equated, ipso facto, with 
'mttfUiently manaped' orqaniratiou*,. And in our own case, little or 
no consideration is given to the fact that epileps y is stil l a st1gtna» 

il^lll9J?PI!^ti£Il j^H^i M]9}^!^3^}^J^ ~2S^^^ ^^^^^^^ 

vo!^"P,toers for f« t ner c^^oriT^fv yit^^ t^ViKjiH uYy worF'Tor't hfs one foT ' 
P 1 i denTi f Ted'' ■> s efy) c p t Tc pV^'^s on s . 

"What few star.dr.rds exist whether they be NIB's stibjectlye '8 points' 
or the more specific National Health Council or Ccunvill of Better Business* 
Bureaus standarcj^ make no neaninqful distinction between revenues derived 
from patient fees ... or novernment funding ... or major gifts from 
foundations or wealtny donors* All Is treated as * revenue' ^*.nd the cost 
of securing sane as *fund raising* costs. 

"Cost ratios are also viewed as sums organizations elect to spend prior 
to a fund raising event, and a measure of *cff1cUncy' — rather than a 
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measure of the public's awdrpness of ncoU or the oubllc's gener- 
osity or the i nherent ap pe al of th o a^usp^ In truth, of course, 
ratios are known gni^ ^tter thtTTact. noTbofore> 

^'Perhaps the following will put what I am tryinq to .soy In sherpor 
perspective: ^ , j 

— If CrA were to derive $20 per person from those we attempt 
to serve our fund raising cost ratio would drop by about 
25t although we would have changed ab!»o1utely nothing In 
our operation, 

— If a major foundation were to fund the organization in an 
dmount of $2,000,000 ... our fund raising cost ratio would 
drop to about 275; although we would have changed abso- 
lutely nothing in our operation, 

" If EFA weia to rerilvp tr)iOnn,nr)n in nrivpmrwnt fynrlinn (and 
such 5uins xirc being devoted to education on alcohollsin'aicnel) 
our fund raising cost ratio would drop to about 15'.; although 
we would have changed absolutely nothing In our operation. 

-The problem Is a frustrating one and 1s debilitating to the headquarters 
staff, to the 138 paid staff members we now have In the field, to the 
officers and directors of our 156 chapters and to would-be volunteers 
everywhere. 

"Decisive action l!> essential to the future of the organization, and 
after many perplexing hours, I conclude that there arc probably only 
three ways to go to Improve the situation: 

a. Drastically accelerate our chapter fund raising operations. 
We are currently doing this to the full extent affordable, 

b. Drastically accelerate our solicitation of foundations and 
major donors. Recent experience and current contacts, however, 
give nie no reason to count on significant results, 

c. Drastically reduce our mall solicitation (probably limiting It 
to house list mailings only) and reduce our operations to a 
level supportable by the resultant Income, Preliminary studies 
Indicate this would require halving headquarters staff and 
programs .,. and would make a and b above far more difficult. 

"The alternative Is to 'tough It out' In the conviction that what we are 
doing 1s of extreme importance to four million of our fellow citizens 
and that there 1$ as yet no viable programs In sight to significantly 
imeilorate their problems." 

What 1 did not point out 1$ that our direct mall solicitation 1$ handled by the 
very same man who handled subscription solicitations for READER'S DIGEST for 
eight years so that we could obtain efficient management of this function. His 
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assistant ♦ Incidentally^ Is in equdlly talented person who previously handi d 
direct null S0l1cuat'!cn5 for Corsiion Cause. 

1 could h<ive added with deep gratitude tUat the Pleader's Digest Founda- 
tion Is one of our nvjor contributory, one o< nearly ?C0 foundations \vh1cn 
support tnc worK of tTA, 

Endorseronts, 

Wo have followed with interest the testimony of Arthur "Jack" Grimes of the 
National Health Council. Our organization supports the viev/<i he advanced 
inci udiiig: 

— Providinq inci^oascd incentives through our tax system for volun^ 
tary citizen support of reputable voluntary organizations. 

Correcting the existing severe restrictions on the right of public 
charities to participat? in legislative dlalogi^e. 

Strengthening provisions of the current requi ren>ents for organiza* 
lions that are gj-antcd tax-exempt status under Sec* 50Uc)3 of the 
IRS Code. 

- Establishing an Assistant Corcnissloner of the IRS for charitable 
organizations. 

Indeed we would go further and we would sincerely urge that this Subcornii ttec 
goes further. Despite the efforts of the Health Council, the United Way of 
Tjiierica, the National Assembly for Social Development and other organizations 
—all of whom have made worthwhile proqress there is still no totally satis- 
factory financial report which has been developed, in our judgment. 

Like the Council of Cetter Business Bureau"., TFA believes "any organisation 
which solicits funds fron the public should provide a full accounting of their 
activities and I'inancial standincj to potential or actual donors..." The new 
"Standards for Charitable Solicitations" beinq workec. on by the CBBD together 
with alnost 50 representatives of fu»d-raising orqani nations , media and donor 
groups are a step In the right direction, and we support them. But here again 
we do not believe they go far enougl:. 

Utilization of Contenoorary Techniq: les for Establishing Needs and Public Ratings 
of San-.e ' 



In a day and age when it is possiblt to measure the popularity of presidential 
aspirants as closely as 3*, I am concotnod that no similar effort Is made to 
assess public attitudes and the dmree of public concern about many other prob- 
lenis with which the nation is confronted. Sociological/marketing research 
techniques for doing this are available. In my judgnent. 

It our contention that the general public needs to have a means of expressing 
i\ and, In return, receiving authoritative information about the seriousness 
of ( vilonal health problems 4nd conditions. He could hope that some such mechan- 
ism Is developed through cooperation with business, government and voluntary 
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oru:^11\mve'yrSJ^' ""'^"^ -""""^^-^'i conducted by 

" Sof:e rnvh.nntsK of the fc.t.Tic.n, IV.iicol Assonailcn. 

An appr..;„i,,tc intcnieMrt-.-U ^iUce of HtW vntH tcprr-sentation on 
It of u.l tt,f i^any buvoaus. suctions ..n.-l riivisu-ns of thdi departia-nt. 

lltlt tr'n'nst'l'rr .r^'^V'T,"' ' P.-ofcssional JoinNViscI and co.,- 

Si l-"'^'^^>^>0 the efficuMicy" of v>.rious organisations in raising 

No sucli bcnchmork exists at thu present tiw. 

SJirrV. o'f "rA-J'7',H''!^""' f"'-''-'"i<^^^"t of the Rigr,s National B,nk and 
tnciiii.iM ot ^f/i i r^iid Kjuing CcnRUtee points out: 

"--tfic l.drdir it is to roise noncy, the rwo it ccsts. ^a^i I think 
you vo got to re.lire the influc-.c thai sti-'a has on r'rsinq. 
KMno rtvMd Our cfli-sc as they s^or tu avoM those uho hive the cu!- 
o.. !...•.. K t^KOS tore effort to rtdrh people, more f.ppcMls. n-.ore 
stut I , mure costs. 

■'...suppor.o you hjve a stiqniati;:inq cci.diticr. that people don't want 
other people to thitiK they have, or jre ass^ciottd with. Then try 
to get a larqe volunteer force to rarcn or (;o door to do.nr Your 
turnout w>n not be large; your tntcl will Le correspon.^incly less 
and wHatevLr printing or naterials costs you have will be the saue.' 
KesuU: a higher cost ratio, (i.e.. the percentage of income spent 
on raising money). 

"And the cost ratio will also depend on the kind of fund raising v^hich 
IS, for a variety of con.plex reasons, most successful for your'aqency. 
For EI A, direct nail appeals succeed « no ether fund raisinq instrument 
does -- and we have tried r.any. It is unfortunately, a relatively costly 
nietnou printing, postage, paper), though we believe we put letters into 
znc nidi at as low a cnst as any agency, and would bo happy to compare 
then.. It nay well be that the anonymous, private nature of the niailrd 

u ^a^^lL'^^'''^" ^° 5^^'^"'" "^^^^ ^^'^^ attaches to epilepsy. 

It allows 900. OjO peo,;i.- to help the cause without being identified 
with It. however, u dees not, unfortunately, trigaor the kind of per 
gift response that Coraion Cause or a red hot political campaign can." 

rl17 "° f''""^ l^'- ^''^ P''°-'^'^''' ^^'^^ afflicts 1.000,000 Americans 

w>n ' ^^^"f''"" cast S4.3 billion a year, is a major national problo.n. 

^nf ho rn?'/'n ''V'^""^ ^1^^ people who have epilepsy 

and the Epilepsy Foundation of Antrica, then by whom? 
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One 0? cmx. -ja air..: f^.J ranim ca^^t'i lh;'i *;uU: sl^tn:^u•ds u exist 
are sirply r^.t'.i^;. v.?:us tKi,.: u put into omo poV all tcvc^j^n rt';.eivcd rv .um 

the gc-icr\^l put.:ic> v:.>nxi hcuv t» t >M t'ulv4.^ SUCH <1^Mir;ciiori% \nll ic 
n-'Ciuv tctwc-vn I'i^^e calcxric : .^^jd t»v!l iM t>iSU rt<r ov.iluj: int, will be iMc 
to$l at wnuh iu^^-^x: ^Knvitit^i ti»v cjmJj.^;-;*, .is wvll ai» TXi>u>t^;> rbtni.i,', 

I tiiihk tiun storui^nl cost iw^^tT. should he ;?st,itlUhed for L\\<h. 

For ux<ij-ple» let us t.^Vc diroct n-^il \,7iich i'* vcrv irDt»rt,int tv. t>t^ funrj rvisin^ 
activities 0^ our Gr.,iKi:u.'vnrw 1 V\^n\ it njnnur^ritrU' irr IP ivnorL iho 
C^U x«t whuh v,r« p,.! J p^\-»i> ii.tr tUo ruil, ^iMUvcr, ] tr.iiO; ii /-flvKi- 
pnuti' t'^M ivu ! iMK)rl ros,'"Misc Vi'tv t»n t si;o of ^ivou'n:- t,1ft .v^ wt^ll tKv- 
iota; rji^,.,!'. ,A>,;i ] hc'f t'L'l v.i' cCuld (io tSis "lii v..^v t.s^^l ori.,bli>% t-M 

dtlrcn to .'.^Lc p^»u^o\ , t?u' c^-it i iurr fumi rai'.il ^ direct n.nl sv^ h 

iis thai c;,'UvV-* routinely m\ rvliikn rai'^liu .lul 1n fmH n^isinn I 

half ot o.lutJtN%'ia; insti tutiv^nb , i,^rcui;s and ot'u r or^v^is of our society, 

Much tU; s..: J i-> truv^v.llr. If r? SL-Iic It air.ii of Jintjd I'lin^Js. 1 v;Culd litx to 
SCO a li'p rv<-'.> , st.iiM i^ihL : to cover ikc tire of luMm.nnel, Cf*;»t o: ;^re%:f.: aivr. 
m/itrrtuls, per coll, so frrU;, anil I v.i.lj liU: to see thii. c'iu.'lu! 

shv-ulJ, in <'y ju.l-.. »jnt. }k< ' va'^.i^iU t ih ui- :i,^.r r^ishiuru 

Ku..illy, v/o c: •> tc vcntn: vJi-^i- f^<- v.t.er.il pullic, Cuvicaslv, '.hurp d-.^ 

tit\:.\iC'V. :>'ir,^il,t t^ r i> j-t.,v*t'; u v.:..' s i^l.t,. ^j.; fri'. piticM service ^cs f-r 
reve^.i-s tMr'i.. ik^ rosnlr r.^ r rt^ri,.!^ scrvivoi,, I not kr.ca l'k:t th.:,e 
arc preUMly ^;v:>at\,tt J s^Micicritly . 

still anotfirr c(..>.crrn n t>ir ^C0' inn i^cr^»asc in v.jrieas jur i s.li ct ior.s ,ntcnptinn 
to CJ;pand tf.i r i.»nr;e of crr.LroK Fi>r ux-ivple, c-'rlain stipes wcu^d ur!^J»1r to 
be tryinn to lirii rdil SO 1 i c i t .iticM \,ivhiri i*!L*ir hci:'i1.iriet^ even -^.hcM t.K.* lott^ns 
dri: njuile-i fr..? o^tr>''de the iMtc, TKis rjiues if^tc^TSM'ritj lewHl com)1 ic^i tkn.s , 
for ti.e rt<,ns are feJetoV. Can st^te decide v,';.;t c.:th or caj.net U :...ikJ to 
its cUizei.s? 

The trutn r.f ti;e r.itter, of crursc, is th^jt orqoni nations de»jin'-; wUr. l.ir(;o 
patie nt pct^ul »t '.M., h.uo ;\ few ^ national he*^i':urjrtcrs , st^itc orr .ni iotr, , 

and local uf.its. 



And fendnsQ i.ust be StCiirt for all. All of wf.uii 'cdds Le to n.y n:?.jcr recom- 
mendation to tKK> Subcc: > , , , 
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Urgent Nt^ ed for 0.ne ^'" i^o>^^ NjtionrtM^ bi o t o al l >l»r i5d1 c tvons 

In the absence of siii»r>1e faith th^n major orcjanijrnticns qoverncd hy n-'^icu 

slblt citizen voluntKM-:. -- nro i,o:r.chow les^v concerned an'i tru^^twortny then 

others. It is my tOnr.1dt»red ju4n':<*nt ihit wc rrobahly nrf^d to dcvclcp more 
strln'jont ancJ dciuiU»d fuht: raisinn end tin<>iiCidl rt*pcrt*^. 

But there should be OnT report not cne hundred . 

This report should prol:\bly be IKS Foiv COO, in any v/oy that our sogicly 

deems necessary or t^csiroble. I hc^ve alreridy i,.oKencfi »»y Ov.n thou^'hts v^ith 

regiird to son:e of the cletr^nts that should go into the report. 
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But there are apparently other thlnqs \ Mich should to into the report. Dozens 
of theni. So nujny, in fact, that it bcyiluj. the mind. I recently oijvi? to Pn'ce 
Waterhoui^e L Co» the ^issi^nment of in\rntorvinn al1_ 1 te^'ri of infor»M.3it'ioji_ re- 
queuei^^^an^^l^^t^^ Tne worksheets Ti roday 

coinpiled are asiounainq! The requircr..;,;s t^re voluminous i;s to not be 
believed. 1 further asked ihm lo wovn \wth LTA in doveloninc} one unif<)rm 
national report forni acceptable to all jurisdictions. ' 

Our President* Kr, Pciul D. Holl.md, a leadinq West Const attorney, tias recently 
called for "a stanaaiMlitod js»ethod of col Icctinti speciilc data on a voluntary's 
operation, such thiivss as tne si2e of staff, sources of funds with cost 
ratios per source, functions of the organization, etc/' He would like to see 
this freely avdiloble to all, 

Mr^ Holland has further stated: 

"I believe there should be a movciuent towards some national system 
Itito which orqcinizations could feed stCiiidard, detailed data about 
themselves and their work, 1 would advocate a uniform — and more 
^^j}!^^ report. The data would then be avaTlahTT"to aKiTcTtuen 
or potential dcnor v/ho wished to see it. Our whole political systeiii 
is based upon the idea of info?T<>fi choices, made freely, I think 
the sarie philosophy dppliei to voi^unt^sries* The important thing is 
to mako sure thdt the citizen i^s^ truly informed." 

EFA is happy to make this contribution to national dialogue on this subject. 

Some Further Ob^ierv^tio r^s on ^f' po^ 'ts And "/ uimi ni s trativo" Cos ts^ 

Unfortunately, very little is known about "A{iministrative Costs" as they are 
defined in iNutiontTl He^Uh Council Standards. Writing a "thank you** letter to 
a donor is an adn inistrati ve cost. As is, lentinq a room to hold a board meet- 
ing, publicising the organization, payinq dues to the Health Council, preparing 
reports for various states, rayino the switchboard operator, advertising for a^ 
new secretary, and rany other necessary activities. Writing and publishing an 
annual report and payino an organization's auditor are administrative costs. 

We would all agree that organizations such as EFA should have input from "con- 
sumer" representatives (See NHC pamphlets, "Consumer Input - Why" and "Consuir,er 
Input - How") and yet paying the cost for them to attend board meetings is still 
another "administrative cost," 

Indeed, preparing testimony for these hearings and respondinq to queries from 
the various states as a result of the activities of the Subcoimittee arc 
•^administrative costs," Legal fees in the amount of $60,000 or more are alrc.idy 
In sight for the current year. 

In my judgment, we are dealing with considerable hypocrisy in regard to adminis- 
trative costs. For example, in the same mail that brought EFA word that the 
U,S, Civil Service Commission had turned down its application for the Federal 
Combined Giving Campaign because of "hiqh administrative costs" came the news 
that the nation's 2.2 million arred forces were hacked up with one million civil- 
ians. ..all busily engaged, no doubt. In non "administrative" activity. 
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fJPOdlcvs 10 wy, f r;. ccr.iuii,.. . to :,t, vo h'tV.-.n ffrlcyori as. u dt.s all other 
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EFA luTS covered quite a number of toplci; In this stdteinent-, far more than 
we intencJed when we originally set ahout the task. We have done so for 
many reasons, not the least of which 1s thn the mere mention of the nana> 
of a charity In connection with a Senate "study" unfortunately seems to 
carry with it, in this d^y and age, the possible implicdtlon of wrongdoing. 
And retractions and apologies never really correct runiors or erroneous im- 
pressions or statements. Organizations that depend upon the public for sup- 
port can very easily be injured. 

IXjring the last tno weeks, for example, newspapers and television programs 
in the Conmonwealth of Pennsylvania have carried stories to the effect that 
the Foundation has been prohibited from soliciting funds in that great state. 
This is not true. 

Under date of April 2, I have the following letter from EFA's legal counsel, 
Gordon and HeaVy of Washington, D.C. 

"You have requested an opinion of this office as to the status 
of the Epilepsy Fouiidation of America in the Coiranonwealth of 
Pennsylvania since the recent hearings and litigation. 



on 



•*As you know the Foundation filed for a charitable solicltati 
permit before the Commission on Charitable Solicitations in 
Harrisburg. The application was denied without hearing by mail. 

"A meeting was held with Conmonwealth Officials who Indicated 
that the Director of the Corrmission did not have the power to 
stay her action until hearing by the full Coiiwission and that there 
was no discretion to allow the exemption provided In the statute 
to exceed the 35% fund raising cost limitation, 

"An appeal was immediately taken to the Commission and was 
heard on March 26, 1974. The Conmisslon insisted that the letter 
denial would stay In effect while they had the matter under ad- 
visement. They felt they did not have authority to grant a stay. 

"Faced with a dileFima of an outstanding denial and being 
unable to advise the Foundation to continue under these conditions, 
we asked the Commission to make a final determination even if 
adverse so that the matter could be placed before the courts. 
The Commission did render an adverse decision and application 
was immediately made to the Con¥t;onweaUh Court in Pennsylvania 
for an appeal of the decision and a supersedeas, which under 
Pennsylvania law is in effect a stay of the adverse decision of 
the Commission on Charitable Soliclations. 

"The petition for a supersedeas was granted and t\te order 
of the Commonwealth Court Issued on March 29, 1974 by Judge 
Cmmlish stated In pertlr.vrl part: 
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••The Epilepsy Foundation of America Is 
permitted to solicit funds and en*;dge In fund 
rilsinq activities in the Commonwealth of 
Pennsylvania permit inij final disposition of 
the appeal in this natter/ 

"Thus, the Foundation is presently able to operate in the 
Commonwealth of Pennsylv»n1a js It did heretofore and no restric- 
tions are placed on it with regard to its activities and it is 
our opinion that the chances cf prevailing on the merits are good," 

I will not cowcnt further on this mitter for It is presently H law. 

One of the predecessor organizat^'Ons of EFA was involved with Congressional 
hearings nearly i:0 years ago. These were hearings on "Federal Agencies and 
Philanthropies" before a Subcommittee of the Committee on Government 
Operations of the House of Representatives. And — although no misfeasance, 
malfeasance or wrongdoing was established the epilepsy movement has» I 
fear» paid a price for this for many years and a great number of sincere, 
compassionate and hard working citizen-volunteers were hurt by it. I be- 
lieve that the Honorable Joel T. Broyhill of Virginia and a member of EFA's 
Honorary Board of Directors can supply details on this if it is deemed de- 
sirable. 

EFA wants there to be no mistake about what it is, what it does, how it 
operates, how It raises funds, and how it expends those funds. We have, 
therefore, opted for completeness. 

Let m attempt to sunmarize, however, the main points with which we have 
dealt: 

A. We have endeavored to illuminate a major national health problem 
by defining the kinds, causes, epidemiology » care and treatment 
of the epilepsies. For all EFA activities stem from the natuf 
of the disorder with which we are concerned. 

B. We have addressed ourselves to the history, growth and develop- 
itent of an Increasingly effective advocate organization. We 
have described where and how the organization operates and the 
sianner In which the views of our constituencies and our citizen* 
volunteers are translated Into programs and how those programs 
are budgeted and accounted for, 

C. Ue have been as specific as we know how to be about the nature 
and cost of services provided and the manner in which funding 
for them is presently secured. 

D. Finally we have addressed ourselves to recommendations which 
we believe might be helpful rot only to EFA but to all similar 
organizations. 

In conclusion, EFA wants to convey to the Subcommittee warm good wishes for 
the success of these hearings and their translation into meaningful 
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legislation benefldul to our society, for our part we are delighted at 
the opportunity to once again focus the attention of this great deliberative 
body — and the public — on the epilepsy movement in the United States. 
For epilepsy Is, unfortunately* primarily an invisible affliction. 

We would most humbly request of the Subcommittee thnt if there is anything 
we can be doing better, or more effectively in our dealcated mission as 
spokesmen and advocates for those with epilepsy, we would be most grateful 
for your guidance. In our view the hearings provide a fine service to the 
country by making clear your genuine interest ditd leadership in the well* 
being of the 4,000,000 people with epilepsy, the 12,000,000 or more members 
of their farvilies, and the additional millions of doctors, educators, re- 
search scientists, vocational rehabilitation workers, social workers and just 
plain Americans who are seeking to overcome this age-old disorder. 

For them and in their name — we thank you for inviting us to be here 
today. 
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WHAT THE EPILEPSY FOUNDATION OF AMERICA IS AND DOES 

iX Wr^^^^ America f»4h national headquarters *tt 

H^^i f^** Washington, D, C. was formed m 1968 0* a 

g oup of t.lizcn volunteers, mjn> of whom were persons w.th cp>leps> 
SL? f . Lnuprun with epiieps>. All were iet»ve m two predecesso- 
Wganii'jhons (Cpilepsy Association of Amenca. ana The rprlcpsy Founda> 
tion) ani(.ows to create one strong, yn.fied naUonaJ organisation de- 

\^mm Amcr?caR5 "^^^^^ ^"'^^ ^^^^^'"'^ ^^^^^ 

tFA'S COAL 

Ef'A's goal >s to itr.provc the lot of the person w»th cpilepsy bp 
--Promotmg conducting and supporting research mtC the 

causes ana treatment of Epucpsy; 
^-Making Known the availapie treatments for Epilepsy; 
—Improving educational and vocational opportunities for persons 

With tp]jepsy, 

-Fowcat»ng and prov»fl)>g info/maDon to the general public 
)ft.lh a View f.Aard croa.catmg nnsconcept^ons about Epilepsy 

^ r/^mr!l"cS^'''V^^^^^'^'^^ ^"^ other facilities 

or means for treating, educating, training, obtaining emp!o>ment 
for. canng for or otherwise helping persons With Ep.lepsy 

♦J^T^'"^ financial support to individuals and other or^ 
g.^n.nt»ons engaged m activities that further any ihe pur- 
poses of The Foundation; *^ 

EfA ACTIVITIES 

It! (^"'idV-,*^"'^ actA lies, under its latest by laws adopted Novom. 
? 3D 1973. are ch.irlp^j and guided by a 43 member Board of Dircc 
In,'.- *^ ^^fomn elected by 156 local chapters 
tnroLgbout li^e Un^tec StatfS: 10 directors elected bv a Professional 
Adv.sory Board made up of 50 d.st.ngu-shed physicians and specialists 
19 reprcsenl.ng the gercral pubUr. and 4 who are directors by virtue 
of their positions m the organ^.Mion. 

Fnnn^^.^^v'*'^ i^T^ ^^""K^^ ^tato of Ddaware, the Ep.lepsy 
Foundation of Amcnca is a 50l(cX3) ta» exempt corporation and con. 
tr.but^ons to It are deductible for federal mcome tax purposes under 
the internal Revenue Code of 1954. 

MANACIMCNT AND FINANCES 

!!rltl^^''\ Chapters and contributions from 1.037.000 individual 
fM? fhi'^V'^"i: each numerous f.fms. and 230 

har.table foundations support the work of EFA headquarters m research 

Dubh^ nfnrmv '."n"! ^'^f'"".^* counsclmg. vocational rehabilitation, and 
PUDiic ntormation and education, 

cnf/*^,^ contract or agreement between persons makmc 

hih!.f^\'hi [^^i .^T?"* '^"JP^^ '^^^^'^^ P^^son on Whose 

•r^hf solicitation IS made on the amount or number of con. 
tribut^ons received from the soi.citat.or.i or v ui tun 

t./^i^"®^.K °/ ^^^'^^ c^^'«« ^< P^^son making The soi.ci- 
latiOn on the amount or number of contributions received. 

N06RAM AND OPCIIATlNfi CXFCMOITUIIES 

expenditures of the Foundation wry from 
year.tc.year but the most recent financial statement audited b/ Price 

Ma^iSn .hn^?' th*"^i P^^'^*^^^ ^" Report released iS 

May, 1973. shows the following as categorized by the standards S thl 
National Health Council, of wh.ch EFA Ta member * 



nvCNUES (iicliiiii^ alt cuapurs) 

Co<5ts of solicitations, administrative, 
managerial and certam fueo costs of' 
doing business and running programs 

NET AVAILABLE INCOME 

raOfiRAM EXPENDITURES 



Research 

Prcfcsstonal Education & Trammg 
Pubhc Health Education 
Community Services 
Pal'ent Services 

Transferred to Reserves A Capital Fund 
TOTAL EXPENDITURES 



»4, 147, 162 

$1,976,904 
12,170,268 



Total 

$ 176.004 
188.019 
364.161 
1059.636 
318,029 
64.509 

$2,170,258 



Percent 

Revenues 
Allocated 
8.1% 
8.7% 
16.8% 
48.8% 
14.6% 
10% 
100.0% 
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January 1»8» 1974 



The Honorable Walter Mondale 
United States Senate 
Washington, 0* C. 20510 

Dear Senator Mondale: 

On Saturday » January 26 » Mr, Harvey M, Katz of your staff 
visited tni$ office for a period of atwut three hours and 
reviewed financial records, including the 1973 general ledger 
and a portion of the voucher register. During this visit 
he requested the folloiring Items: 

A copy of the organization's contract with our 
Executive Vice President 

A copy of the lease covering the Foundation's motor 
vehicle, and 

— A copy of the employment contract with consultant Hans 
Schemer. 

Although the Foundation normally regards compensation of Us staff 
membtrs «nd consultants a private matter t^etn^en the organization 
and the Individual concerned, Mr. Funk has authorized and 
directed me to furnish you with a copy of his contract, which 
Is enclosed. 

Also enclosed Is a copy of the rental agreement on the Foundation's 
automobile which Is utilized by several staff members, but 
principally by Mr. Funk, Hr, Funk also makes some use of this 
vehicle for personal driving. You will note that the lease fee 
Is $2S80 per year. For your Information Hr. Funk oald $M9.90 
of this personally In 1973. 



|f<l9f9y.Tht mo(« you *(f>ow about it* fttt mom you tMHti lo htfp. 



Honorable Walter Mondale 
January 28 » 1974 
Page 2 
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Also enclosed Is a copy of our contract with Mr, Hans Schemer 
which Is largely self-explanatory as to his duties. His resume 
IS Included for further Information as are his working papers on 
the last assignment completed for us. His current assignment 
has to do with relationships between our regional offices and 
key Individuals In local chapters. 

As covered by other staff members In other correspondence with 
you. this Is a quasi -public organization and all of us. Including the 
headquarters staff, professional advisers, national Board of 
Directors and local chapters stand ready to provide you with all 
possible help and assistance. 

Sincerely yours. 



James A, Shannon 

Associate Executive Director 



JAS/smv 
Enclosures 

cc: Paul E. Funk, Executive Vice President 
Paul D. Holland, President 
A. B. Baker, M»D. , Chairman of the Board 
Harold Gordon, General Counsel 

Harvey Katz 
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(EDITORS Note. - Letter to puRe 737 in Part 2 of this heurinp series follows:] 



Mr. Hugh S. Gage 
Epilepsy Foundation of America 
1828 L Street, N. W., Suite 406 
Washington. D. C. 20036 

Dear Hugh: 

Your proposals about the films using Dave Gilbert 
sound fine. I am quite sure you would find it diffi- 
cult to get a better price. I know you would find it 
Impossible to find someone as experienced as Dave 
in the epilepsy field. 

I wish you well with this project. If there's anything 
^ I can do to help, please let me know. 



THE INTERPUBLIC GROUP OF COMPAfJlES, INC. 



Neal Gilliatt 
Vice Chairman 



June 25, 1973 



Sincerely, 



Neal Gilliatt 



NG:th 
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WHAT IS AN EFA CHAPTER? 

The local chapter is one of the most important 
units in the Epilepsy Foundation of America. This 
is where a lot of the work for which the Founda- 
tion was established, is carried out . . . where the 
actual delivery of services to the epilepsy patient 
takes place ... in the community where the 
patient lives. 

CHAPTER ROLES 

Foundation chapters are groups of concerned lay 
and professional citizens who, acting as counselors, 
carry out a variety of services and activities in 
their community to help those with epilepsy help 
themselves; as spokesmen, help remove the ob- 
stacles that prevent patients from fulfilling their 
own potential; as ombudsmen, safeguard their 
civil, legal and human rights; and as advocates, 
support programs designed to eliminate epilepsy 
as a major national health problem. 

CHAPTER PROGRAM SERVICES 

Overall Foundation program activities, national 
and local, encompass 19 categories of services 
covering (1) medical, (2) social and (3) informa- 
tional areas as illustrated below. These are further 
subdivided into 73 specific program activities, 
many of which are provided at the chapter level. 



Medical Auistance 
Evaluation 
Comprehensive 

Health Planning 
Research 
Education and 

Training (Medical) 
Treatment (Medical) 
Diagnosis 
Maternal and 
Child Care 
Mental Health 

jlI^U Education and 

Tnuiinf (Socia!) 





of the FomdatloB 



Protective and 

Socio-legal 
Transportation 
Treatment (Social) 
Employment and 

Vocational 

Rehabilitation 
Financial and 

Public Assistance 
Counseling 

Referral Services 
Public Education 
Information 
Management 
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EFA REGIONAL OFFICES 




Nortbtontera Regloo 
(HEW Regions 1& 2) 
Boston^ Mass. 

Sottlbcwtf ra RfgioB 

(HEW Regions 3 & 4) 

1581 Phoenix Boulevard, Suite 10 

Atlanta, Georgia 30349 

Noitk Ccfttial u4 MMweat RegkMS 

(HEW Regions 5 & 7) 

343 South Dearborn Sueet, Suite 1717 

Chicago. Illinois 60604 

Sotttk Centnl Rcgios 

(HEW Regions 6 & 8) 
1625 Main Street, Suite 305 
Houston, Texas 77002 

WcflteniilegkMi 

(HEW Regions 9 & 10) 
5665 N. Us Virgenes Road 
Calabasas, California 91302 
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CHAPTER PROGRAM SERVICES 

EFA chapters vary in size from a nucleus, forma- 
tive group, called ^information Contacts'*, to 
larger sophisticated local organizations with years 
of experience. The resources and capabilities of a 
local chapter determine the number of program 
activities it can suppon. Some activities, however, 
are basic throughout the chapter network. These 
are: 

• ConiDWiity Resoaices Survey 

a laforaiatkMi and Ref emd Piogram 

• Sptsken^Bvmo 

• PttMk EdocalkMii Progmn 
a *«Scbool AkfTPrognim 

a PartkipatlOB ta Epitope Month (Nov,) 
This char^ indicates the 29 most widespread Pro- 
gram Activities (out of 73 total) supported by 
individual chapters. A brief description of these 
29 services follows, 
a COUNSEUNG 
Life-long or Long-terai Coimseliog for epilepsy 
patients whose needs cannot be met by im- 
mediate or intermediate service. Many epilepsy 
patients whose seizures are not completely con- 
trolled need counseling throughout their lives. 
Paicntal Counteling to help parents better un- 
derstand the growth and development problems 
of their children with epilepsy. 
Teenige Cpuoneling coven the special needs of 
teenagers with epilepsy, Including some pre*vo* 
cational guidance and aid* 
Adult Conweling deals with the broad needs 
posed by the adult patient requiring multi- 
disciplinary solutions — vocational, medical, psy- 
chological and others. Some chapters offer coun- 
seling services on a group as well as an indi- 
vidual basis, 
e INFORMATION AND REFERRAL 
From inquiries made through Foundation head- 
quarters as well as those made directly to 
chapters, epilepsy patients are informed about 
resources available to them and their families, 
including physicians, neurologists^ health and 
welfare organizations and other local facilities 
and services they may need, 
a DIRECFORY OF CLINICS 
The Foundation publishes a national directory 
of clinic facilities to aid those with epilepsy. The 
directory lists, for each clinic facility, the num- 
bers and kinds of personnel, types of testing and 
. diagnostic equipment and other services. Many 
_ chapters supplement this directory with their 
own local directory which would list all avail- 
able resources in the community. 
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• UBRARY OF FILMS 

Some EFA>haptcrs provUic lilim on epilepsy, 
made fox a variety ot public and professional 
audiences. Chapters which do not have thetr 
own fiinis, as well as other chapters and in* 
dividuals, utilize the Foundation s national film 
library s^crvice. 

• SPEAK£R$* BUREAU 

Speakers on various phases of cpilespy and the 
work of the Foundation are available through 
many EFA chapters for general lay audiences 
as well as for medical professionals and para- 
professionals, meeting in seminars, conferences 
and conventions. 

• EXHIBITS , 

Several types of lightweight, portable exhibits 
are available through many EFA chapters. 
Others are available through national head- 
quarters. They are designed for the general 
public as well as for profeat^ioud! audiences. 

• PRESS, RADIO, TV MATERIALS 

Local chapters can supply facts, figures and 
background material on epilepsy for newspaper 
and magazine writers, as well as for radio and 
TV producers. Chapters also have (or can 
obtain) recorded radio and TV informational 
spots as well as copy for live announcements. 

• SCHOOL ALERT 

An educational program specifically designed 
for teachers, school nurses, pupils and others in 
the school community is conducted by most 
chapters annually. Chapters have access to a 
special School Alert Kit prepared by EFA con- 
taining a wide range of materials for use by 
schools and individuals. 

• POLICE, FIRE, TRANSPORTATION ALERT 

Many chapters conduct an educational program 
for police, firemen, airline and other transporta* 
tion personnel about epilepsy recognition and 
recommended fiirst aid. Chapters also have 
printed and audio/ visual materials for use in 
training classes and other groups. 

• MEDICAL ALERT IDENTIFICATION 

Many EFA chapters provide sources for emer- 
gency medical identification jewelry or cards 
for epilepsy patients at minimum cost. 

• PUBUC MEETINGS 

A number of chapters conduct meetings for 
^* b$, civic organizations, business groups and 




era who want to learn more about epilepsy. 



Spearheading Foundation and inaividual chapter Pro- 
gram Services is the task of educating the general 
public about epilepsy. Chapter volunteers, above, 
provide information about epilepsy to a national 
group meeting in Dallas. 



DRUG ASSISTANCE 

More and more EFA chapters are providing, 
through cooperating druggists and drug whole- 
salerSf medication for epilepsy patients at lower 
cost and on an emergency basis. 

TRANSPORTATION 

Chapters, often in cooperation with other volun- 
tary health agencies, provide appropriate, eco- 
nomical and convenient public and private 
transportation for persons with epilepsy. 

EMPLOYMENT SEMINARS 

Some chapters initiate or work with employers 
and employer groups in disseminating informa- 
tion about epilepsy and the employee. Some 
subject areas are attendance, safety and pro- 
ductivity records of workers with epilepsy, 
workmen's compensation costs, and vocational 
rehabilitation training. 

VOCATIONAL/SHELTERED WORKSHOPS 

A number of EFA chapters cooperate with "Epi- 
Hab** workshops, which train and employ 
workers with epilepsy. 

VOCATIONAL REHABILITATION 
COUNSELING 

Most chapters conduct such programs, usually 
in conjunction with State Rehabilitation oflfices* 



BEST COPY AVAILABLE 



SPECIAL LIVING ARRANGEMENTS 

Pilot prograiiiN in sonnj chapters provide alter- 
natives to rcsiidential or domiciliary care for 
epilepsy patients in need of sheltered living en- 
vironments. Some chapters are also developing 
services lor the aged with epilepsy. 

RESIDENTIAL AND DAY CAMPS 

A few chapters otTcr residential and day sum- 
mer camp programs for children with epilepsy, 
regardless of the degree of seizure control. Any 
chapter can provide information about the de- 
velopment and operation of such programs* 

RECREATION 

Some chapters conduct programs which pro- 
vide recreational opportunities and activities for 
children and adults with epilepsy. 

• CASE WORKUPS 

To improve the efficiency in medical evalua- 
tion of people with epilepsy, EFA headquarters 
collects and distributes to chapter Professional 
Advisory Boards various forms and procedures 
deemed appropriate by the medical community. 

• OUT-PATIENT SEIZURE CLONICS 

Some chapters cooperate with and, in some 
cases, partially support out-patient clinics for 
the diagnosis and treatment of epilepsy. Infor- 
mation about these clinics is available for those 
considering establishment of new clinics. 



• GAS*L1QU1D CHROMATOGRAPHY 

**GLC'* is a technique for blood serum analysis 
which provides new^ more accurate and effective 
determination of anticonvulsant drug levels in 
epilepsy patients. The Foundation and a limited 
number of EFA chapters have funded GLC 
equipment for patient service and research. 



• CONTINUING Pin'SiaAN EDUCATION 

The Foundation and its cbaptersp in conjunction 
with medical societies and other professional 
organizations, sponsor vehicles for continuing 
the education of physicians about epilepsy. 
These include local, state and regional noeetings 
and seminars, annual events tuch as the West- 
ern Institute on Epilepsy, grants and awards to 
^jupport significant research projects and the 
training of young physicians. 




Teenage counseling, provided by many chapters, 
meets the special needs of teenagers with epilepsy. 
It includes some pre^vocational guidance and aid. 
Some chapters offer both individual and group coun* 
seling, for adults as well as youngsters. 
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